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ABSTRACT 

Testimony in this congressional hearing focused on 
the sudden infant death syndrome (SIDS), the major cause of death in 
infants over 1 month of age in the United States. Three panels of 
witnesses, comprised of concerned parents, academicians, and national 
and regional officers of service organizations, (1) provide an 
overview of the research and clinical perspectives on SIDS, (2) 
report on the federal government's research program effort, (3) 
discuss block grants and SIDS-related counseling services, (4) 
describe the use of home infant health monitoring devices, and (5) 
share the experiences of parents who have lost their children to 
SIDS. Also included in the transcript are tha statement of Lewis P. 
Lipsitt, Professor of Psychology and Medical Science, Brown 
University, summarizing what is currently known about the syndrome, 
facts about the status of SIDS services in the states, and the 
Comptroller General's report to Congress concerning the effect of 
block grants on sudden infant death syndrome services, (rh) 
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SUDDEN INFANT DEATH SYNDROME 



THURSDAY^ NOVEMBER 14,, 1985 , " 

House of Represeotatives, Subc6mmittee on Census 
and Population, Committee on* Post Office and 
Civil Service; Select Committee on Children, 
Youth and Families; and SuBcbifanTnw on Health 
and the Environment,. Committee on Energy and 
Commerce, r 

Washington, D0. 

The committees met in joint session, pursuant to call, at f(h08 
a.m., in room 304, Cannon House Office Buildings Hon. Robert 
Garcia (chairman of the .Subcommittee onVCensus and PopulatiGii, 
Committee on Post Office and Civil Service) presiding! 
m Mr. Garcia. I would like fo/welcome ^ of ;yc:l fierejto the hear- 
ing on suddeh infaht d^th^dfome,;^ knofth as SIDS: I : appre- 
ciate my colleague, Congr^man George Miller; who^is the chair- 
man of the Seleict Comriiittee on Children, Youth ahd^Families, for 
being here. I would, like td ,thank Corifi^manvHenry Waxman,, 
who is the chairman of, the Subcbmmitteeron Health and the Envi- 
ronment, and I would also like to thank, my coUeague ftwn Indi- 
ana, Mr. Coats, and my colleague from Georgia, Mr. 'Rowland; for 
joining us this morning. I might add that Congressman Rowland is 
also Dr. Rowland, M.D. And I see Congressman Bliley of Virginia 
has just entered. ; , ; 

First I would like 'to take;tliis opportunity tb*thank all my^col- 
^agues for loining us on this .very important hearing. The subject 
. f-S 8 ¥ olmousi y very difficult to talk about. Death, in general, 
^ difficult to talk about, but we are hei*e today because it is criti- 
cally necessary to talk about sudden infant death 'syndrome, the 
m^yor^ cause of. death of infants over one monfti^bf age in the 
United States.. / _ . . 

Because of SIDS, 7,000 apparently healths babies die each year.. 
During this year more infants will die, of SEDS .tiffan^wilirsuccumb 
to cystic fibrosis, childhood cancer, childhood Heart disease, and 
child abuse combined. This devastating syndrome comes on sudden- 
ly, without warning, strikes its victims indiscriminately, whether 
they are black, whit$, Hispanic, or Asian,, whether they are rich or 
poor. ; T 47 

The victims of SIDS are not only the babies but alsathe families. 
The families of babies who die of SIDS undergo severe feelings of 
guilt, fearing that perhaps they might have. done something wrong. 
To make matters worse, because the public does not have a clear 
understanding cf sudden infant death syndrome, the public may 
suspect the victims' families, of child abuse or neglect. Much* more, 
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education and research is critically needed on SIDS to alleviate the 
confusion and additional suffering caused by this syndrome. 

Last year my wife and I lost * grandson to SIDS. It was a tragic 
and helpless situation. But as I told others what had happened to 
me and my family, I began to realize that we were not alone. A 
number off other persons I met had either lost a ;diU4(or a : re!*itive 
to SIDS, or knew someone who had. That is one of the reasons we 
are holding this hearing, to let people, know .thai they are not 
alone, that something must be done to iBght SIDS. 

It concerns me deeply that tii&2^ 'tb04^:few-3wrf« funding for 
the educatio^and research, on SIDS has been>^^d 
lieve, disjfc oportionately reduced, .while thfeire Jtias not been- any de- 
crease in the number of SIDS-related deaths. X hope that through 
our hearing we can come ^ to a ; bctte 

infant death syndrome, k a better, .understanding of the need for ad- 
ditional funding for research and education, and a. better under- 
standing of tht impact of SIDS on the families who have lost their 
babies by this dveaded syndrome. ^ \/ ti 

I thank vou vei^'riiucE*fof;l^^ this .morning. I- would 

like to call bh my colleague from* C^brniVthe chairman of Ihe 
Select GJommittee on Youth; Congi^fimto^Miller ; of California. * 

Mr- Miller. Thank you; CfficKM^^ I th^ you also 

for joining in and leading the ^yVoh^th^ heiirinw and;I f 166k^f6r- 
ward id hearing fh>m< "the witnesses. the 
end of these hearings is: a wnjwhElis^y^fe 
three committees that we will have thfe ability : to <^ ^ 
this very; very unfortunate" 

hope that the decision will He xhade^Ky the ? memBeiiship of these 
committees, to go to the full House and to ask that we nwiintaih^ 
and improye bur res&rch effort bh behalf of these families, and 
these infants. "/ * " . ! ' ' ; < 

I also want to welcome one of our witnesses, Gayla* Reiter, who 
has been very, very active in the Northern California SlDS^bun- 
datiori, and whom we will 1 hear froica later. I think she. wiUteU'us 
some of the problems that we're en wintering in trying to main- 
tain primary research in this area. * r v ^ 

Thank you. ^ - , , . ^ 

Mr. Garcia. Thank you. My colleague^from Indiana; ^ j^.;Coats. 

Mr. C!oats. Thank you, Mr. Chmrman. As the rankihgVHWubli- 
can member of the House Select Committee on Children, ; Youth 
and Families, and as a cospdnsor of House Joint' Resolution 322, 
which was introduced by Chairman Miller of bur coi^tt^T aim 
pleased to be here this morning to help bring some attention to 
what I think is a very important subject and one which has trag- 
ically affected the lives of many; many people. 

I am sure that this mornings testimbhy^will highlight; what is 
currently known about the causes of SIDS, its incidence arid possi- 
ble fruitful lines for further research. I welcome the testirhony that, 
we're about to hear because I^believe that increased /public aware- 
ness and sensitivity to the tweedy of this\ problem will Kelp grieve 
ing parents cope< with this situation. Increased!, attention to the 
problem will perhaps stMulatie.riwyor research centers to do more 
research into the causes of raddeh^imant ; death syndrome and iden- 
tify those infants at risk. Clearly, research needs to be done that 

8 

o 

ERLC 



would establish* the necessary relationships to be able to predict in- 
dividual vulnerabilities toward this syndrome. ; ; 

All of us, I believe! are hopeful that this research would include 
an exploration; into the number of prevention activities and ap- 
proaches thut would reduce the number of SEDS cases per year*. 

We, in Congress, should not have-to be convinced-— and I don't 
think most ofus n^ be<convin^ of SEDS! 

Rather, I believe the focus today ought -to be on what we can really, 
do to prevent this tragedy from occurring: in ever ' increasing . inci- 
dences. ' \\ V 

Those of us:who care strongly about this issue.are going ;to .have 
to ask some difficult questions about funding^priorities. I raise the 
funding iasue not because we don't care but. ^precisely because we 
care so much. I don't want to sugarHrcat the funding, aspect because 
that, in itself, would be a tragedy. But if we •a»/to:W8t /pro^th& 
promises out ctthis hearing, then we need to knw.ato^ 
pects for and progress toward reducing thernumber: of SEDS cases. 

What have we learned in the past 10 or 15 years of re&earch that 
could guide future efforts and justify adequate funding for the^ 
forts? It appears that what little is Known today about'SIDS shows 
that it is related' to prenatal conditions, so the r^arcH that is 
funded for high-risk iafahpy ahel High-risk pr^ghahpy might to'lend 
some insight into the causes of S1DS, Has this been the cafe? What 
has been 'earned from the high-ask infancy , and* pregnancy re 
search that is relevant to SIDS? - 

Let me today challenge the* expert witnesses who; will testify 
before us to not merely list all the activities they would like to see 
funded, but also to prioritize their ideas. A priority list of what 
ought to be done to make SEDS preventable i\i critical-if support iis 
to follow. What is the best thing, we should do, with the dollars that 
we have available. ' , 

Finally, I sincerely hope that this hearing will contribute to the 
public awareness about the tragedy of sudden infant death syn- 
drome, that it will, inform and stimulate private university medical 
centers to engage in research that identifies the causes of SEDS and 
develop appropriate diagnostic tools to predict, which infants are 
prone to develop this disease. But most important of all, I hope by 
focusing attention on sudden infant death syndrome ,thaVwe>can 
offer some comfort to parents that the American people do care 
about these victims and want to find a cure for this baffling and' 
tragic disease. 

Mr. Garcia. Congressman Rowland. 

Dr. Rowland. Thank you, Mr. Chairman. I commend you and 
Chairman Miller for Having this hearing, and also Mr. Coats. I 
think it is so very important. 

You talk about the tragedy of this particular disease^and i 
assume it is a disease; we'll learn more about that as we go . along. 
If you wake up in the morning and find what you thought was an 
apparently healthy child dead in the crib, it is almost unexplaina- 
ble the amount of distress that this U . ; ,gs on ajfemily. As a physi- 
cian, I have personally witnessed this type of 'situation and I can 
tell you it is terrible. 

It is a very perplexing problem. We're just beginning to make, I 
think, some inroads into the causes of it. I think it is going to take 



a lot of research because it is so evasive. It is so difficult to deter- 
mine why it is happening, and it is going to take a long tinie to 
determine the causes. * / 

I think it is very, important for us to be involved here in supply- 
ing whatever help we can in reaching into this area and learning 
more about it I commend the people who are here* this morning 
also for coming and all that you do to try tbifind out just rwhat is 
taking place. > v " f 

Thank you, Mr. Chairman. 

Mr. Garcia. Mr. Bliley. 

Mr. Batxi. Thank you* Mr. Chairman. I want to'tiiankyouand 
Chairman Miller for arranging this hearing. Since ws have a limit- 
ed amount of time and we have so many pcibple here to testify* I 
will submit my statement for the record. 

Mr. Garcia., Without objection. - 

[The statementrof Hon. Gliomas J.* Bliley, Jf: follows:] 

Statement or Hon. Thojias J. Bulky, J*, ■ . 

Mr. Chairman, I appreciate the opportunity tc ^.iriicipate in this joint hearing td> 
learn more about how we are combating the serious problem, of Sudden 'Infant 
Death Syndrome (SIDS). I am here as a member of .two of the three Subcommittees 
sponsoring this hearing and that fact indicates the depth of .my concern about the 
health of our children. " \. . r \ ™ '* * k \ ' 

SIDS is a:terrible afflictic^ ia its desiruction'br the life of many innocent infants 
and m the impact tluiWt can have onithe^fanulle* of>the- victims. Approximately 
7,000 infants die of. SIDS every year. *Becauaef therein© certain explanation /of 
what causes SIDS or what we can do to i>reyent its (Kcurrerice, Share is a mat deal 
of nusnndaratanj^ and fear^ attached to it .The inability of physicians tb.detect 
symptoms of SIDS or to prevent it other than by monitoring, cause many hew ; W 
ents to have inordinate fear of SIDS. The anxiety auaeTby worrying excessively 
about this problem and the guilt feelings of parents who have lost children to SIDS 
often cauoe other severe, problems in family relationships. * • 

I applaud the three SuJtomniittees for^lding'thie hearing. I look forward, to the 
testimony and I anticipate wining in further action that may be necessary at the 
Congreasional level to end the terror and 'the family destruction that can be caused 
by Sudden Infant Death Syndrome. 

Mr. Garcia. Also, without objection, we will insert into the 
record at this point the statement of Congressman Waxman, chair- 
mar of the Subcommittee on Health and the Environment, Com- 
mittee on Energy and Commerce. 

[The statement of Hon. Henry A. Waxman* follows:] 

Statement or Hon. Henry A. Waxman, Chairman, Subcommittee on Health and 

the Environment 

The birth of a healthy, happy baby is among life*© greatest gifts. Its a moment 
that couples hope for, plan for, and work for. And it's a moment that couples expect 
to become— kterallv— a lifetime of joy as they watch their baby grow to adulthood 
and perhaps, like themselves, to parenthood. 

But for thousands of families, this moment is never fulfilled. Instead, it is cut 
short by an u^x pected and unexplained killer known as Sudden Infant Death Syn- 
drome or SIDS. This condition strikes its victims quietly, quicklr, and seemingly 
without pain. But for their parents, the pain is inmeasurable and it never goes 
away. • ° 

JSP*?* joint hearings are on SIDSfon what we already know and on what we 
etui need to know— about this tragic and traumatic disease. 

Through the work of the National Institutes of Health and private foundations, 
Poising research work is well underway. And through the maternal and child 
health block grant, States are able to provide wunseling services to SIDS families 
and education services to the general public 
These efforts have been helpful, but theyhave not been enough: 
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Federal research dollars into the cause of SIDS have declined eignificantly during, 
the last several years. Yet over 7,000 babies die of SIDS each year* S EDS each year*, 
SIDS continues to be is the number one cause of death in infants after the first 
week of life. It lolls more babies • in : their first year than, child abuse, cystic fibrosis, 
car accidents, and cancer combined., t \ • -*\ * \f' . . 

Because of cutback! brought about through the development of the maternal and 
child health block grant, the GAO has reported that the number of States providing 
SIDS-rtlated programs has decreased* Some States have reduced the type or. amount 
of service they; offer; "others have been forced to drop thek-programr altogether. 
Few, ifany, new prograrns have been started , \ „^ " *~ 

We must. do better than this, k And we can do better- than this. But with limited 
financial resourcee,' the. job won't be easy. Today's. hearings mark the beginning, 
however, and I am pleased that the Subcommittee oh Health and the •Environment; 
is participating in this effort v\ ^ *V 1 * 

Progress may be slow, but it canjbe made. That special moment of birth should 
become a lifetime of joy for all babies and their families. We . can make that' happen* 
And with the guidance of today's expert witneatet,! am confident we will . make 
that happen*. * w : * *v»V* H * " * - 

Mr. Garcia. My wife and I just flewin^tWnw^ 
York City. On the flight Tasked ;he&if she wanted to testify and 
relate to this committee and for the record the actual experiences 
that i?e experienced as grandparents when we lost our godchild 
Alex just about a year age. I do appreciate the panel giving me this 
opportunity to let my,wife testify* *. " " 

Jane', why d*>n't you proceed* 

STATEMENT OF JANE GARCIA 

Mrs. Jane Garcia* Thank you, Mr. Chainnah* 

I am a member of thiB panel and a member of the Board of the 
National Sudden Infant Death Syndrxime ^oiindatio*^ 
the loss of our grandchild. This group , has -been extramely* iiistri> 
mental in helping all of us, my hiisband;and w 
some stability and, obviously, our 

Edward Alexander Power was born August 14, 198$ ^tt;heM>ed* 
December 11, 1984s. That's 16 months* We -'<^n^^on : our^m» 
and still do today, why this child pnly1sr[)£ttt such $ brief period f 6f 
time with "i. I think that* if for ho othenreason, liis coining into 
the world and his leaving have made it poesiWe for cthei^ people to 
suffer less andrto understand more what has happened to them 
with a crib death or SIDS* Perhaps it, wasn't in vain* [ 

My husband and I were on a*congre^6naP deJcgation. in South 
America with the Congressional Hispanic Caucus; We were in 
Peru, and Bob was/waitmg to see the President of Peru* He re- 
ceived a call from our son that there was an emergency. The emer- 
gency was that our grandson was in the hospital and he was dead. 
They had been able to resuscitate him artificially— his heart was 
beating — but he was brain dead* 

It took us 24 hours to* get from Lima, Peru; to Albany, where 
they were. When we arrived, we only had to lock at that child 1 
minute to realize that ha.waa not with us any more, m spite of the 
heroic efforts of every doctor available. Specialists aha pediatri- 
cians were gathered around. Our son arid oaughter-in-law were so 
devastated because it was so completely incomprehensible; 

My daughter-in-law had a very normal jpr/egnancy. She was at- 
tended by a physician continuously* She di'mt smoke or drink or 
gain too much weight or too little weight* It was all perfectly fine* 
The child was born by caesarean section but was a perfectly 



normal child. He never was sick. He had two colds in his life and a 
very sunny .disposition. 

And i yet she we»it^tp f work one morning and the child was put 
down for a nap, and an hour later, when* he*wcs to be%oken up, he 
was- dead. There wa3 no" 'accident there -was no poisoning, there 
washosigirof^ything^ \. \.;*'* * ^ 

-An autopw waiB done locally and tissues were sent ^to Siount 
Sinai Medical, because my husband is on the board of director* 
there. We tried to uwferory available i^urce. .The answer was 
elways the san^-SIpS. I rai^ four ^iireri and* newrHeai^ of 
it This was my first introduction. * • v Y 

There is wmetl^ 
is 8omethiM;8^ v <»mplet^ tumatural: about a <Mdld^^b&wuse 
this is the beginning of life^Thereiis naw am *c6mmuni&te to 
anyone in this room the absolute devastation felt by/us, as parents, 
to watch your child„suffer%M a W that* is, abeoliitelf i^own, 
blaming himself, 'taking to di^alwSHfcd^ 
go out,at;night and sit with a,bqttle ofbwuidyP ^^drgo^^y irbk 
everyone. / 1 H rS \,7 v* v ^ ^*vp -va- / . - .... 

We all had deep reliaous exj^iiencee that brought^ together 
again. In the wake of ail of this, th^only outlet forjis wfrto.talk 
about it, because there was hq other thing to*da . \ " 

The first conimumration thai we^had fromranyjoto else relatively 
soon after the loss of this child* was fron^ tfce^NaWnak Sudden 
Infant I>»ath Foundation.. JTbeif [chapter in K Albany ^'ento-our 
rescue^ .At first. we iwect^^them bewuse we didn't wiint; to believe 
that Alex had died of sudden ' infant death. Tfterehad to be another 
explanation, a more rational- emlauation, ^^lination that per- 
haps the doctors, couldn't £nd;^htlaw^ 
i^ahred that this was the medical answer ahdVi hadjfo ^pt it 
or we were going to go crazy. v " /'*' : .\' " % 7 ^ 

•Then my c^whfer-in-lawjb^ah to^give.me the. literature. She 
works in the Albany mental Health. facility and is.more attuiieVto 
medical issues. She was. searching for a reason as wll, so I thinki 
she was the first person to react;to thisjna nonna.way/She was 
the first person to introduce me tb,tiie?ifoundafcoi^ work. 
She found it. a consolation— T could see abe didr-so I felt it was im- 
portant that I follow suit i\ 7 

But the yrprd of mouth is what realiy brought: to my satisfaction* 
that we were not alone as a family. In talking #> people, rarelyidid 
a conversation come up that somebody, that I spoke to, or tHat Bob 
spoke to, or my soji and daughter-in-law spoke to,<did,not have an 
experience m their family or did not know of one;,I began to Jftmlr 
that this is an extraordinarilv prevalent tiling in this day and age, 
with all the modern technical advances that we have, that children 
are dying, and they are dying for no^apparent reason. We don't 
know the reasons. , 

My husband and I went to Spain on a mission in AugusV we 
were quite unprepared. I had left my suitcase in New York and 
was unable to pick it up. When I got to the. conference in Toledo, I 
cMn t have any clothes to change infevand we were going W*be 
there for about 3 days. So the former mayor's wife came to my 
rescue and said she would take me to some stores. 




I don't remember how the conversation came up. The first store 
we went into was a combination lingerie and infant store. In, the 
interim, my daughter-in-law had been pregnant during this^vhble 
ordeal. But God in his infinite wifldom apparently knew .what he 
was doing and sent us another healthy child, ^aiid we hope^that. 
nothing hap*ns to him. He is 6 months bldfno^:;^. : \>3P 
^. ^ * <^ i ™? ther > naturaUy ; I s^nd ,%lnbrdiiMite, amount of 
^? J 3 "*]^ about my ^dcMd.,% in^seeing.this infant store, 
I said, "Oh, there's seme clothes there^d I wahtftd see sou* baby 
c l^te r We . piking, aha she asked '?This Kfte'fln4gqn» 
child?" I said, ,c Woll, yes and no," anUAI started^ tell;^ the 
story. She looked at me in the most pained way, really quite 
shocked, and I thought she was, you know, overreacting to my feel- 
ings. And she said, '1 lost a child, too. T r ldsi a child 6 years ago 
who was only 45 days old" * u " \ * ^ - 

We went to another store, and she warned me that the woman in 
the store had recently lost a child. I was really surprised to hear^- 
because I thought we had a rather, unique experience, where Alex 
was 16 months old> and most of the cnildren-you ^ reatf "about or 
hear about are a few months old, or a few days old. which is one of 
the reasons why we wanted to reject this from our mind that it was 
possible. - , £• 

There were the three of us in Toledo, Spain, ritting on the floor 
of a small boutique, talking about sudden infant death and how it 
had changed our lives, all of us, and what we were doing about it 
That galvanized thee: into thinking what they could be doing in 

iw,^?* 11 to organise, or perhaps m Spain to organize whatthey 
call "Muerte Subita de Infante."*. 

I tell that just as an anecdote because I think at that moment I 
realized how important it was and that is the reason f m here. I am 
not submitting a written testimony because I don't.think I could do 
this twice, write it and then read it. 

1 ^hjnk the most important thinj we have to get out is the fact 
that this can happen to anyone, under any set of. circumstances - 
and at any time. I know that Congressman Rowland, a medics' 
doctor, knows that that's true. You are totally unaware; We don't 
toow enough about this to know what we cain do. to prevents A 
child that goes to a pediatrician every month; and the pediatrician 
cannot anticipate that he's going to be dead the next day. I think 
this is a very serious thing and all of us in this room and all of us 
m this country and all of us in this world should be concerned. No 
child is out of danger until we have a cure. To get there we must 
provide research tools, whether it be money, people or organiza- 
tions to eradicate this completely in the 20th century. There should 
be no crib deaths. 

Thank you very much. 

Mr. Gakcia. Thank you very much, Jane. * 

We have been joined by some other Members of Congress. Mr. 
McKernan of Maine, Mr. Welgren from Pennsylvania, and Con- 
gressman Wolf from Vireinia. Congresswoman Schroeder was here 
as well as Congressman Sikorsky of Minnesota. 

Today we have three panels of witnesses. Our first panel is com- 
prised of Dr. Marie Valdes-Dapena, professor of pathology and pedi- 
atrics, University of Miami, and chairman and president of the Na- 
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tional SIDS Foundation; Dr. Frederick Mandell, who is clinical as- 
sociate professor of pediatrics ^firom Harvard University, and the 
vice chairman of the National BIDS Foundation; and Dr. Charlotte 
S. Cats,* who is chief of the Pregnancy and Perinatology Branch, 
Center for Research for Mothers and Chudren, National Institute 
ofCMdHeal&tod^ ' , 

Dr. Dapena* and Dr. 6 Mandell will provide us an overview of the 
res* *rch and cUm&T TOrspe^yes on, SIDS, and D£ Catz will 
update us on thd Federal Government's research program effort 

I guess we will start off ^a*D^ r ydd^D|ii»na. e * l 

3TATEMENT OP MARIE A. VALDES-DAKENA, MJ) , PROFESSOR OF 
PATHOLOGY AND PEDIATRICS; UNIVERSITY ,OF MIAMI* AND 
CHAIRMAN AND PRESIDENT, NATIONAL SIDS FOUNDATION 

Dr. ValdkstDapena. Thank you, Mr. Garcia, - 

Ladies and gentlemen, people in. Miami call me Dr. Dapena. I am 
professor of pathology and pediatrics at the University of Miami 
ochool of Medicine. . ■ * 1 ** / , > ' u.. 

I have been engaged in research in the area of crib death for the 
last 27 years, and I have watched our concept concerning that phe- 
nomenon change 180 degrees in those almost 3 decades. There is no 
question but that we have made progress in our understanding of 
this entity, but we do have away to go. . < 

The elements of progress that are .most evident' to me; of course, 
concern anatomic pathology because that's the nature of my own 
work. We now know, as we did not 15 years ago; that theSfe babies 
are structurally a little bit different from normal in very subtle 
ways that one can determine only in large groups of babies and 
with what are called morphometry studies, which is to say etady- 
ing the tissues under a microscope. 1 ■ ' - 

There are three ways that stand-out in which we'rr ^-etty sure 
they look different from normal at autopsy. One of th' ^ the fact 
that they do retain what is called baby fat around the adrenals. Ex- 
actly how that is to be interpreted no one knows. 

Second, they are continuing to make red blood cells in the liver, 
something which little babies are supposed to stop doing at . the 
time they get bom. These tobies are still making red blood cells. 
Whether that means they are slightly anemic or not is unknown. 

Last, and most importantly, these babies have changes in a^cer- 1 
tain part of the brain, the back part of the brain called the brain- 
stem, which are pathological, another feature that wasn't recog- 
nized 25 years age. They have ah abnormal Aumber o? what are 
called glia cells, which is lik6 scarnng' of the brainstem, in areas 
that are critical to the regulation of breathing, of the acfion r of the 
heart, and of swallowing. ij - 

All of these are bits of new information that have shed light on 
the nature of the baby in an anatomical way. 

Now, in addition to that,'* on account of studies which were 
launched by the National Institute of Child Health and Develop- 
ment in 1979, we know more about how these babies function dif- 
ferently from normal, but only when you look at them in large 
groups, which is what the NICHD did. They looked at 840 babies 
scattered in six centers across the country and they discovered that 
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these babies in large numbers, if you look at them like that, are 
not thriving well in utero. 

We had always thought back in the early days that they were 
perfectly healthy, bouncing baby children,.and that there was noth- 
ing wrong. It was as though they were struck by lightening. In fact, 
that doesn't appear to be true at all. These are babies who suffer 
what is called intra-uterine growth retardation. They are. born not 
at the 50th percentile but at the 40th percentile in regard to body 
weight and body length and head circumference. They are not 
quite up to snuff 

In addition, they continue to drop in all of those parameters 
during their short span of life. They drop behind control living in- 
fants appreciably, measurably, and to a statistically significant 
degree. They are not thriving quite so well as we had thought. 

The difficulty is that you can't tell that onebaby at a time. The 
population as a whole includes too many babies who have a little 
bit of growth failure. But we do recognize, when we look at them in 
large numbers, that they aren't quite doing as well as we had 
thought. 

In addition, they differ from living babies, again as a group, in 
the way that they function on the first day of life. They have a 
m >re rapid heart rate, they breathe in a more rapid fashion, they 
are more often ill during their short lives, and they are more often 
hospitalized. 

From the NICHD cooperative study we also know that there are 
differences in mothers, something we hadn't realized 20 years ago. 
The single mother who is most at risk is the teenager, and the 
women also at exceedingly high risk are women who smoke. All of 
these are new bits of information. So you can see that we have 
made appreciable progress in the last two decades. 

But we have a way to go. It is difficult to understand how we're 
joing to make it if we don't have enough money coming out of the 
NIH. In 1981, %S million was available for SIDS-associated re- 
search. Last year, it was $600,000. 

Now, one of the most important studies that has been done in 
recent times is that of Dr. Hannah Kinney at Boston Children's 
Hospital and at Harvard. It is she who is at the preoent time work- 
ing on the brainstem to elucidate what is happening in the brain- 
stem, what's going wrong with it^why it looks the way it looks. 
Her project for work on the brainP**m, which is critical, was ap- 
proved in October. She was applying for $300,000 a year for 3 
years. Her project was approved and it got fiinded, but for half of 
the application— $150,000. She wanted $300,000 and I think that 
was not an inflated budget. If she had obtained that, it would have 
been half of all of the projected budget for last year. 

Clearly, that isn't enough. We are not going to get good research 
done by highly qualified people unless they apply knowing there's 
a chance that they're going to get projects like that funded. They 
won't even apply. They won't show up if the money isn't there. 

There are things that need to be done, and we know some of 
them now. One of the things we need to know is how to prevent 
this during pregnancy. Since the seeds are apparently sown in 
pregnancy, what can we do to prevent those adverse influences 
from occurring in the first place. 
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The second thing that needs to be done*is a lot more work in the 
neurojciences. We don't even know what is normal in the growth 
and development of the brainstem in utero. There is a lot of work 
that needs to be done there, and it cannot be done by less than the 
best researchers in pediatric neuropathology. 

Last, and most importantly, we still don't know how to identify 
the mdividual baby who is apt to die like this. We have a way to eo 
and V) have to have money to do it. 

I thank you. 

[The statement of Dr. Valdes-Dapena follows; also included are 
responses to written questions:] 
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TESTIMONY FOR HEARING 
ON H.J. RESOLUTION 322 

Subcommittee on Census and Population 
Select Committee on Children, Youth and Families 
Subcommittee on Health and the Environment 

Thursday, November 14, 1985 



Marae A. Valdes-Dapena, M.D. 
Professor of Pathology and Pediatrics, University of Miami 
Chairman and President, National SXDS Foundation 



The sudden infant death syndrome or crib death is by definition the 
sudden, and unexpected death of an infant who has seemed veil-- which ^eath 
remains unexplained following complete post-mortem examination. About 
7,000 infants die in this manner, each year, in this country. And as 
far as csn be ascertained that number is not diminishing. 

There is probably more than one cause for the phenomenon and it 
seems likely that a few of those have already come to light, namely 
central apnea and infant botulism. 

Although there have been no single, so-called break-throughs in 
research in this arena in the last 15 years, investigators around the 
world have succeeded — in that span of time — in clarifying much of what 
was unclear concerning SIDS as a whole. 
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In the mid-1970 , 8 excitement ran high when Dr. Alfred Steinschneider 
proclaimed spontaneous, repetitive episodes of not-breathing (or apnea) 
as being a major mechanism for causation. That hypothesis appealed greatly 
to pediatricians because it meant that they night, first of all, identify 
the susceptible baby (as he was having those episodes of not breathing—in 
the night) and intervene to aave his life—with an in-home monitor. 

That burst of enthusiasm resulted in two changes of direction. The 
first, for clinician*, was the widespread use of monitors in the home—as 
a service to families and the second was a marked change in the kinds of 
research undertaken, such that most of it now relates to this issue of the 
overlap between unexplained apnea and SIDS. 

As far as service is concerned no one knows for certain whether or 
not in-home monitors have changed the SIDS death rate— or numbers. It 
is clear that they must be used when babies have life-threatening episodes 
but whether they hav* reduced the death rate among subsequent siblings, 
for example, or not— is as yet unknown. At the moment the decision to use 
a home monitor, in any given situation, is the pediatrician's. It depends 
upon his best judgement. 

In the realm of research, there have been important spin-offs from 
investigations aimed at exploring that hypothesis. One is the di^overy 
that apparently, when examined very carefully, the tissues of some SIDS 
victims at autopsy are a little different from normal. One of the moat 
significant of these is the brainstem where control centers for breathing 
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and heart action are located; the brain stems of SIDS victims do show slight 
but definite 'scarring 1 . This Is a critical Issue because of the location. 
That sort of lesion could be part of the cause or represent an effect, but 
the fact that It exists la significant and news to us all. Some very 
sophisticated work Is underway not? at Boston Children's Hospital to refine 
our understanding of this Important research discovery. 

One of the moat exciting investigative developments in the last decade 
has been the conduct and completion of the NICHD Mult ic enter Cooperative 
Epidemiologic Study of SIDS which began in 1979. Km* loylng six study centers 
scattered across the length and breadth of the nation, this work haa brought 
to light detailed analyses of the lives of 840 validated crib death babies, 
and has provided, for comparison, two seta of living control infants — one 
matched for age only and the other for age, birth weight and race. All 
of the autopsies were performed during a period of l*j years and then over 
the ensuing 2 years all of tbc historical and epidemiologic data concerning 
both the crib death babies and control infants were collected and the autop- 
sies certified (or not) by a panel of forensic and pediatric pathologlsta. 

This project is monumental and is currently providing us with the 
largest and most reliable body of epidemiologic information ever available. 
A few of the historical featurea of future victims have been reported thus 
far. Of special interest among them are the following: 
(1) Regarding DPT (Diptheria - Pertussis - Tetanus) injections, control 
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infants had received more DPT shots in temporal proximity to the date in 
question than had crib death babies— suggesting that these immunizations 
are not (in any major way) related to the sudden infant death syndrome. 

(2) The SIDS victims exhibited retardation of growth and development prior 
to birth confirming earlier impressions that the seeds of SIDS are planted 
during intra-uterine life. 

(3) Crib death babies fell behind even ideally matched controls in regard 

to growth and development after birth— losing ground progressively the longer 
they lived — making it clear that, as a group, these infants are not thriving 
so well as we had thought. 

(4) On the first day of life, the SIDS infants had: 

a) a more rapid heart rate, and 

b) more rapid respiration than controls indicating that 
they function differently in some ways — as soon as 
they are born. 

(5) The 840 SIDS victims were: 

a) more often ill — during their too short lives, and 

b) more often hospitalized tfian were control infants. 

It is true that the clinical manifestations of the infants vulnera- 
bility during the first days of life are so minor, so subtle, that even 
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the cost astute neonatologiat cannot—at the present time— -identify the 
individual potential victim. However, when such babies are studied retro- 
spectively, by the hundreds, as in collaborative projects, it becomes 
apparent that oany or most of these infants who subsequently die suddenly, 
unexpectedly, and inexplicably are indeed different from normal, in a few 
special ways, on the very day of birth. 

We *lso know now that although anybody's baby can succumb to crib death, 
there are certain types of mothers who are more at risk than others. Above 
all else ir is clear that SIDS occurs most frequently in lower socio-economic 
groups. Around the world— in every nation— it is the children of those 
mothers who are most deprived, socially and economically, who are most suscep- 
tible. In Australia, it is the children of the aborigines, and in our nation, 
of the native Americans. Race, in itself, is irrelevant— but ^other's welfare 
is critical. We also know with certainty now that teenage mothers are much 
more vulnerable than women in their 20's and 30's and that sreoking mothers 
are at substantially increased risk. 

Because there is no sound evidcu«e today that the numbers of crib deaths 
occurring annually in this country have diminished in the last decade, thie 
new insight provides us with direction for the research which should be 
undertaken in the near future. Two avenues of investigation demcnd our 
attention: (1) the development of diagnostic capability to the point at 
which we will be *ble to identify t>,ese subtly different, slightly handicapped 
infants who are particularly susceptible— while they are still in the new 
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born miraery, and (2) the preparation of c program r,£ prevention based upon 
loprovc&enc of cisternal veil being. 

The research required new, including (a) lnproveoent of the pedia- 
trician's diagnostic capability, (b) development of a plan for prevention 
and (c) fuither investigations of the central nervous system in these 
infants is expensive. It dictates an increase in federal support. 

Federal Research Dollars Awarded Ccr 
SIPS and SIPS Related Research Grants and 
Contracts (Listed in MJll.'ons of Dollars) 



Fiscal Year 

Category 1980 1981 1982 1983 1984 

SID£ Specific ' $2,704 $ 3,368 $ 2,763 $ 1,780 $ .657 
High Risk 

Infancy 6.097 6.315 5.443 5.719 5.863 
High Risk 

Pregnancy 8.095 9.083 8.254 9.073 10.664 

TOTAL $16,896 $18. 766 $16. 465 $16,572 $17. 134 



22 



17 



JOINT HEARING ON SUDDEN INFANT DEAT« SYNDROME (SIDS) BEFORE THE SUBC0MHITT3E 
ON CENSUS AND POPULATION OF THE COMMITTEE ON POST OFFICE AND CIVIL SERVICE, 
THE SELECT COMMITTEE ON CHILDREN, TOUTH, AND FAMILIES, AND THE SUBCOMMITTEE 
ON HEALTH AND THE ENVIRONMENT OP THE COMMITTEE ON ENERGY AND C0JKSRC3 - 
THURSDAY, NOVEMBER 14, 1985. 

QUESTIONS ADDRESSED TO: 

Marie A. Vtldea-Daptna, M.D. 

1. Ia sudden Infant death syndrome as ouch of a problem today aa it vaa 10 
years ago? Or, haa the problem been diminishing in recent years? 

RESPONSE : The sudden infant death syndrome is indeed aa such of a 
problem today aa It vaa 10 yeara ago. According to all reliable 
data, the problem haa not diminished in recent years. As examples, 
accurate records have been kept on SIDS deaths over the laat decade 
in auch locations aa Aukland, Nev Zealand, King County, Washington, 
and Ulmstead County, Minnesota. Theac records reveal that the rate of 
SIDS (approximately 2 per 1000 live births) haa remained the same over 
that period of time. 

2. What kinds of activitiea and reaearch vnnid vou advocate if SIDS were 
allocated five million dollara? 

RESPONSE : Like the < 'I Iclal planning committee of the NICHD, I vouH 
look first to further research in the nc'trosciencca — both morphologic 
and biochemical. I would alao advocate further neurophVsiologic 
studies of control of respirstion and heart rate. As importantly, I 
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would advocate research directed toward Identification of the potential 
vie tin and toward Identification of measures for prevention of those 
gestational or prenatal factors which sees to predispose the infan*. 
before birth. 

What is the profile of s bsby who would be a good candidate for monitoring 
for SIDS? 

RESPONSE ; Examples of infants thst are good candidotes for oonitoring 
for SIDS Include: 

a. Infants vho have experienced severe, life threatening eploodes of 
apnea (breathing otoppage) during sleep, and who require resuscitation 

b. Very low birthweight Infante; 

c. Infants of opiate addicted mothers. 

These infants have a risk which is significantly greater than ''hat of 
the population in general. 

There is research currently underway which attempts to develop scrcering 
tools that will identify infants, with or without symptoms, who are t.t 
risk for prolonged infantile apnea or for SIDS. 

Currently, at* there any diagnostic tests which assist physicians in 

determining potential SI^S victims? 

RESPONSE : Such tests sre being explored at this time, but there are no 
reliable, valid screening tools currently available for mass application. 

As che result of investigations of large numbers of SIDS vlctlss, it is 
important to note that researchers have discovered clinical abnormalities 
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aa early as the firat d*y of life. But cheat clinical signs of infant 
vulnerability are, as yet. too aubtle to allow the detection of tbe 
individual potential vlctla. 

Now that the country is once sgsln in the aldat of a baby booa, are there 
any picvcntatlve oeaaures that pregnant woaen and now nothera and fathers 
can utilize? 

RESPONSE: Pregnant worsen tend to worry abov'. tf»« welfare of their 
unborn babies. In the past two generations, their concern focused on 
the possibility of besring s child with a birth def t. Kowadaya crib 
death worries thea too. 

Crib d&ath, also known as the audden infant death ayndrosc, i* the 
sudden and unexpected death of an infant who haa seeaed veil and whose 
diath has reaalned unexplained sfter the pcrfonaance of sn adequate 
autopsy. Juat aa physicians have not found a way to obviate the great 
majority of birth def acta; e.g., congenital heart dlaeaae. neither can 
they prevent crib death. We now know however that the riak of crib 
death is approximately 2 of every 1,000 babies born alive which scans 
chat 998 of those 1,000 Infants will not be affected. Aa reaearch 
advnecs cur knowledge, we rntKipate that prevention will becoae a 
realjty. 

What do you believe are the aost proaising sress of research to pursue todsy? 
RESPONSE: Please see response to question #2 
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Have there been or are there any private research efforta on SIDS? Arc there 
any Joint retcarch effort* between the private organlxatlon(e) and the federal 
governaent? 

RESPONSE : 7a) Private Reacarch Efforts for the Sodden Infant Death Syndro m : 

KO. OP PROPOSALS* 
Organization Primary SIDS SIDS-Rclated 

American Lung Association 6 

Karch of Dlsea 1 4 

Nation*! Center for the 

Prevention of SIDS 1 

National SIDS Foundation 8 1 

•Documentation Is provided on pagea 6-10 

7b) Jolrt research efforts aupportod by bofh private and federal 

funds: 

1) Coping with a SIDS Loaa: Psycho-Socle 1 Iupact and Pre- 
dictors of Adjustment 

Caallle Wort can. Ph. D. 
Roxaae Silver, Ph. D. 
Institute for So.lal Research 
Unlveralty of Michigan 
Ann Arbor* Mlchlga** 

TMs research began with a Student Research Fellowship 
awarded by the National SIDS Foundation to Roxan„ Sliver 
and Jesus Fernander under the supervision of Dr. Caallle 
Vortsan. The questionnaire used In the study was further 
refined with consultation oJ Carol/r. Sryblst, then Execu- 
tive Director of the National SID3 Foundation. With this 
work as ?he basi. Dr. l.'ortaan and Dr. Silver then applied 
to the Bureau of Maternal and Child Health «nd were 
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awarded a 6-year grant to pursue this research. The 

project Is now In its laat year. 

2) A Quantitative Morphologic and Neurochemical Study 

of the Brainstem In SIDS 

Hannah Kinney, M.D. 
Department of Neurosclences 
Children's Hospital Medical Center 
Boston, Massachusetts 

Beginning In the spring of 1984, the National SIDS 
Foundation began providing seed money for.Jthe pre- 
liminary research necessary for Dr. Kinney to make 
application for major federal funds from the National 
Institute of Child Health & Human Development to 
carry out this 5-year project of primary SIPS 
research . 

NICHD has awarded a grant tf» Dr. Kinney for 50X of 
the support that the project calls for. The National 
SIDS Foundation will continue to Interest Its Chapters 
end other donors In continued support of this Impor- 
tant research. 
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AMERICAN LUNG ASSOCIATION: 



SIDS-Related Research 



Frimary Emphasis: Respiratory Distress 
in Infants 



1) Respiratory Disease in Pre-Term Infants — Role of Ureaplasma, 

Urealyticum and Mycoplasma Hominis 

Richard L. Wasserman, M.D. 

University of Texas Health Science Center 

Dallas, Texas 

2) Factors Controlling the Development of Antioxidant Enzyme System 

of the Fetal Lung — Identical to or Separate from the Control 
Factors of Surfactant Development 

Allen D. Stiles, M.D. 
Brigham & Women's Hospitals 
Joint Program in neonatology 
Boston, Massachusetts 

3) Ductus Arteriosus Therapy in Surfactant Treated Pre-term Baboons 

with Hyaline Membrane Disease 

Mrinalini C. Rao, Ph.D. 

Department of Physiology & Biophysics 

University f Illinois — Chicago—Health Science Center 

Chicago, T -lino is 

4) Non-Invasive Determinant of Respiratory System Mechanics During 

Mechanical Ventilation for Acute Respiratory Failure 

Carl A. Gruetter, Ph.D. 

Department of Pharmacology 

Marshall University School of Medicine 

Huntington, West Virginia 

5) Re laiion of the Differentiation of Isolated Fetal Pneumocytes 

Ricaard J, David , M.D. 
Children's Memorial Hospital 
Chicago, Illinois 

6) The Role of Insulin in Secretory Process of Cultured Type 2 Cells 

Martha Brunner, Ph.D. 
Department of Physiology 
School of Dentistry 
University of Maryland 
Baltimore, Maryland 
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MARCH OF DIMES : SIPS & SIDS-related Research 

1) To learn whether a simple test of respiratory control mechanism 
in low vsight newborns predicts individual risk for SIDS. 

Carl E. Hunt, M.D. 
Children* s Memorial Hospital 
Chicago* Illinois 

2) To study a mechanism by which brief obstruction of the throat may 
inhibit the urge to breathe in premature babies and those at 
special risk for SIDS. 

Oommen T. Mathew, M.D. 
Department of Pediatrics 
University of Texas Medical Branch 

Galveston, Texac \ % 

3) To devise a test for vulnerability to life threatening and brain 
damaging episodes of airway obstruction in babies with Pierfer 
Robin syndrome and other conditions (prematurity, ''near-oiss-SIDS," 
achondroplasia, Down syndrome, jit al) * 

4) To look for long term abnormalities in neuro-behavioral development, 
of infants who have suffered episodes of prolonged- breathing arrest, 
to study effects on families of home monitoring to prevent SIDS, and 
to explore links between Infant breathing control' problems and pre- 
natal exposure to alcohol, nicotine, caffeine and other drugs. v 

Debra Bendell, Ph.D. 

Department of Psychology and Behavioral Sciences 
University of Oklahoma Health Sciences Center 
Oklahoma City, Oklahoma 

5) To complete follow up examination of children who have experienced 
new bora crises such as asphyxia and brain bleeding, and were eval- 
uated for possible predictors of SIDS, developmental delays and 
other adverse long term outcomes. 

Lewis T. Lipsitt, Ph.D. 
Department of Psychology 
Brown University 
Providence, Rhode Island 



NATIONAL CENTER KOR THE PREVENTION OF St PS: SIDS-related Research 



1) Initiation of a national medical examiners' network for the 
purpose of collecting ideal control car.es (e.g., accidental 
deaths of normal infants) for use in SIDS research studies 
everywhere. Because this material is almost impossible to 
obtain in numbers sufficient for statistically significant 
results, it is every researcher's problem. 

Alfred Steinechneider, M.D. 
American SIDS Institute 
Atlanta, Georgia 
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RESEARCH APPROVED & FUNDED BY THE NATIONAL SIDS FOUNDATION 



1) SIDS Recurrence Risk Estimation 

Donald Peterson, M.D, 1983 ff 

School of Public Health 
University of Washington 
Seattle, Washington 

2) A Quantitative Morphologic & Neurochemical Study of the Brainstem 
in SIDS 

Harjiah Kinney, M.D, 1984 ff 

Department of Neurosciences 

Children's Hospital Medical Center „ 

Boston, Massachusetts , * 

3) Can* Brainstem Deficits Explain Risk for SIDS? 

Joan Hodgman, M.D. 1984 ff 

Toka Hoppenbr vers, Ph.D. 

Los Angeles" Counfcy/USC Medical Center 

Los Angeles, California 90033 

4) Investigation of SIDS: Analysis of Brainstem Lipids, Lipid Specific 
Enzymes & Their Relationship to SIDS 

William T. Lovry, Pb.D, 1984 ff 

Southwestern Medical School 
University of Texas 
Dallas, Texas 

5) Surfactant & the Possibility of its Relationship to the Pathogenesis 
of SIDS 

T. Allen Merritt, M.D. 1984 ff 

Division of .Neonatal Medicine 

University Hospital 

University of California at San Diego 

San Diego, California 

6) Rol« of Endorphin in SIDS 

Dennis W. Nellson, M.D. 1983 ff 

James K. Warosley, Ph.D. 

John Wallace Graham, M.D. 

College of Medicine 

Medical Center 

University i>T Utah 

Salt Lake City, Utah 
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R esearch Approved & FundcO by the National SIPS Foundation 



7) Further Investigation of the Physiological Significance of the 
Increased Tissue Lead Levels Found in SIDS & Comparison of the 
Epidemiology of In utero Lead Exposure to the Epidemiology of SIDS 

Laura L, Hillman, M. D. 1982 f f 

Marilyn M. Erickson, Ph.D. 

Division of Neonatology 

Department of Pediatrics 

Washington University School of Medicine 

St. Louis, Missouri 

8) Assessment of the Value of Longitudinal Brainstem Auditory Evoked 
Potentials in Identifying Infants at Risk for SIDS & in Monitoring 
Those Identified as Being at High Risk 



9) 



James J. Stockard, M.D., Ph.D. 
Doris A. Trauner, M.D. 
Ronald Co en, M.D. 

Departments of Neurosciences & Pediatrics 
School of Medicine 

University of California at San- Diego 
San Diego, California 

Endorphins & the Regulation of Respiration 

Itamanuela Moss, M.D. 
Pediatric Pulmonary Division 
Albert Einstein College of Medicine 
Yeshiva University 
Bronx, New York 



1982 ff 



1981 ff 
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* Mr. Garcia. Thank you very much, Dr. Dapena. 

We have been joined by Mr. Monson of Utah. 
Dr. MandelL 

STATEMENT OF FREDERICK MANDELL, MJ)., CLINICAL ASSOCI- 
ATE PROFESSOR OF PEDIATRICS, HARVARD UNIVERSITY, VICE 
CHAIRMAN, NATIONAL SIDS FOUNDATION 

Dr. Mandkll. Thank yqu^ Mr. Chairman.*! am Frederick.Man- 
dell. I am a children's doctor, I am the yice^ chairman of tiie Na- 
» tional Sudden Infant Death Syndrome Foundation knd I arif an as* 
sociate clinical professor of .pedfotrics ;^H^ 
Over the course of the last some years I guess I have met with 
about 5-600 families, all having lost children to i sudden " infant 
death syndrome. ' 1 ' ; • * H , ^ > #|« ; 

I think I would like to tell you that in October oM^£$Mby& 
cian was asked to address a small group of patrents.yhbse cluldren 
died suddenly and unexpectedly. The physician that nightlinKler- 
stood the anguish of young parents whose lives were shattered by 
the tragic sudden loss of their infants. He learned thav the medical 
community cared very little, about the fate of these families, that 
they were left to fend for themselves after the most tragic loss of 
their existence, and because of that there was a specictiloheliness 
about these parents. . r 

He learned of the taboo about talking about infants who die. He 
learned of accusations by family and friends, that in some way 
these parents were to blame for the child's deafii. That physician 
learned that in spite of the progressing technology, there was still 
a mystique, a shrouding of the sudden infant death syndrome^ 

This is what the physician learned, but what he heard were 
echos from young parents, young fathers and mothers, echos just 
like the echos of your children, Mr. Chairman, echos which called 
out "Why did my baby die? Why did my baby die?" 

That physician was me. I have subsequently learned why the 
sudden infant death syndrome is unique in the spectrum of pediat- 
ric disease. It is so because of the devastation of family, of profes- 
sional availability, and of self. There are siblings whose big brother 
or big sister roles are suddenly terminated by the death of their 
new family member. Children do not know that other children can 
die. The role of the older sibling is lost and there is a void of devel- 
opmental opportunity. 

There are new fathers who have accommodated to the experience 
of fatherhood, reshaping their world and altering the images of 
themselves, their wives and their children. Between the father and 
the child there transpired communication from the deepest parts of 
both participants. The crisis evoked by the effects of the sudden, 
unexpected shattering of that linkage between fathers and infants 
is profound. 

Physicians themselves— and I am sure Dr. Rowland knows — 
report that this kind of unexpected loss is soul-searching, with feel- 
ings of self doubt, of guilt They report that their responses to 
family are often intertwined with fear of blame, with fear of their 
own intellectual inability to provide for themselves an adequate ex- 
planation. 
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There are few events that so touch the heart as the passing of an 
infant in our practice. For pediatric health professionals, death is 
not a visible part of routine practice. In spite of the necessity for 
competence and sensitivity during this tragic experience, formal 
preparation for this kind of support is nonexistent. Caring physi- 
cians are saddened, stunned, and sometimes perplexed, and yet 
almost all are still without^ucataonal$^ v j*» *\ l 

For parents who have lost a child, .tKe de^6n% have another is 
difficult It is this death that 'has the fereat^ inlfluence on the new 
child. Parents are deeply plagued by the possibility of losing an- 
other child. Parents require special care as they compare pregnan- 
cies, deliveries, and environments. When a child is born, the subse- 
quent child is instantly compared with akd lives in the shadow of 
the dead child. * // r ' 

These distinct conditions test the sensitivities and perceptions , of 
the health professional. The supportive role of understandiiig 
human beings— be it parents or profescdpnals— Ifelp mitigate the 
emotions of family pain and the anguish of a Child dying. ; c v : 

The long-term effects of this wrenching and tminnatic experience 
are not known. A father once asked, "What happens to the parent 
when he is no longer able to hold a child in his arms and see her 
smile?" ' i\ m * 

For me to have to appear here is both a happy and a sad occa- 
sion. I am happy to represent the National Sudden Infant Death 
Syndrome Foundation, courageous parents, and my professional 
colleagues. I am sad to have to continue to seek the vital and nec- 
essary support for families, for professionals, for research. I am 
also sad to have to continue to speak about the Sudden Infant 
Death Syndrome. 

You see, when I walk into a meeting today, I still hear the echo. 
But the echo comes from meetings in every part of this country, 
from every lifestyle, and from the clos^ess of every culture. The 
echo is, "Why did my baby die? Why did my baby die?" 

Thank you. 

Mr. Garcia. Dr. Catz. 

STATEMENT OF CHARLOTTE S. CATC, M.D., CHIEF, PREGNANCY 
AND PERINATOLOGY BRANCH, CENTER FOR RESEARCH FOR 
MOTHERS AND CHILDREN, NATIONAL INSTITUTE OF CHILD 
HEALTH AND HUMAN DEVEOPMENT, NATIONAL INSTITUTES 
OF HEALTH 

Dr. Catz. Mr. Chairman, I am Dr. Charlotte Catz, and I am the 
Chief of the Pregnancy and Perinatology Branch at the National 
Institutes of Health. I am accompanied by Miss Geraldine Norris, 
who is the Director of the National SIDS Program of the Division 
of Maternal and Child Health at the Health Resources and Serv- 
ices Administration. 

Mr. Garcia. If you would excuse me, Dr. Catz, I would just like 
to let everybody know that Congressman Alan Wheat of Missouri 
has joined us as well. 

Dr. Catz. I have submitted pretty long testimony but I will not 
go through it. It's for the record. I will try to summarize and high- 
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light some of the aspects of the program of research that the Feder- 
al Government supports. 

Mr. Garcia. What we will do, Dr. Catz* is take your written testi- 
mony aud enter it in its entirety into the record. 

Dr. Catz. x Thank you. ..*>.,.-. .5 : 

Well, there is a historical componentjiwhich we thought would Jte^ 
of interest, but what J wantjp highlighttsis that the,NIQHD^>rb-^ 
gram objectives are the ; following^ we -^wt^to- expand ( the> bam' of 
knowledge of the SBDS and we want i to ufideiitand^the <»u^ un- 
derlying the mechanisms of the syndrome. Vffi want to identify in- 
fants who are at risk of becoming ^cBioas^and we -want to explore,, % 
if any, preventive approaches that c^tl^ ta^enu ^Ve wa^t^to. ascer- 7 
tain, by the epidemiological characteristics ofrthat cl^d^not only 
before but also after birth, to clarify the relationship between high 
risk pregnancy, high risk infancy in SIDS. We want to^search for 
SIDS-specific lesions and we want to elucidate, as everybody has 1 
highlighted*at this *table, the impact of the^suddeii and .unexpected - 
death not only on. tHe parents and the^siblings ; ,an<i 'extended/, 
family, but also on others in the community. ( ; " V \ 1 * 

Dr. Valdes-Dapena has summarized some of the important find- 
ings of the very large epidemiological study that . we have support^ 
ed. The only thing I want to highlight are <»rLain v ch£una<^ristics ojF 
that child. 4 

We know the peak incidence is betweeen the second and fourth 
months of life. We know that deaths occurs mainly during winter- 
months, although as a group they are not exclusive; thai nearly 60 * 
percent of all SIDS deaths involve male infante, independent of 
race; that overall, they are low birth weight infants; that the mate- 
rial age, as was highlighted before, is important, occurring more in 
teenage mothers; that black infants are, nearly* three times as 
likely as nonblack infants to be a SIDS victim. That, is the only 
ethnic difference that we have, found Hispanics, Asians, and whites 
are all within the same incidence of SIDS. That is an important, 
consideration. 

The education of the mother is also important, as has been men- 
tioned, the smoking, the care that they received. One of the good 
news, if we can talk about good news, is the fact that 2 the illation- 
ship that was thought that existed between a routine vaccination 
for the child and the occurrence of SIDS did not hold true once 
that completed study was evaluated. That is important. 

One of the fallbacks of that big important study, the epidemiolog- 
ical study, was that there is a pathologic atlas that is being devel- 
oped that will be of great use around the country for the proper 
diagnosis of the problem. An archive of tissues of SIDS victims has 
also been established and can be used- by any researcher around 
the world for any idea that they might have* in 1 that respect. 

The positive things that Dr. Valdes-Dapena has presented are 
real, they are there. We also work under very difficult conditions 
in the sense that we have to rule out— instead of studying a dis- 
ease, we start with an event. We don't start with a sick child that 
we can identify. We have looked at infection. Now, for instance, we 
know that a small number of those children had infant botulism 
which wasn't known before. It's a small number, but it's a small 
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number on which we can put some pride that the study had been 
done and it's continuing. 

We had also looked at the physiology of that child in order to un- 
derstand what happens. Obviously, the child that is born .can I 
breathe, have a heart function, can eat/can sleep and can coordi< 
nate that. But how do they do it? We have learned : a loi through 
the program of high risk infancy about the normal development bf 
those children which is fundamental and ;of high priority to uridem- 
stand what might be abnormal. og*. ' - * *1V* * \ 

The relationship' between apneia— that is, th^cessation of bi^ath^ 
ing— during small periSds of time which mightier- mighfr not be 
lated to SIDS still has to be determined. But^it is an im^rfent 
area of study that is continuing, today. * v ^ ' . - : p 

We know that some of the studies have necessarily had to look at 
the infants that are considered^at risk, which are siblings ; of SIDS r 
victims already, children that we have identified* at high risk for 
the epidemiological study* That is the importance of that $tudy f to 
give us leads into where to direct our research. l * r 

There has been a lot of talk about monitors, and we are planning 
what we call a consensus development conference for September of 
1986, in which a panel of participants who are already starting to 
work now will examine all of the available data and not only try to 
make some sense about what the meaning of that data is, but also 
lead into what are the next questions that have to be examined 
and supported. 

As I said, we know that all these functions have to be synchro- 
nized. Dr. Valdes-Dapena has mentioned that we actually are 
moving into the direction of neurosciences. We knpw of the pathol- 
ogy found in the brainstem. There is another researcher that we 
are supporting in animal models in which small amounts of de- 
creased oxygen availability was reduced and found the acidity or 
alkalinity surrounding the brainstem was different. This is & very 
important lead that is being pursued quite actively. So we are look- 
ing at the central nervous system and we are really issuing very 
soon— it's ready to be issued— a request for applications tfc stimu- 
late good researchers rx the neurosciences to start thinldng v about t 
sudden infant death and not necessarily on othor aspects of neuro- 
sciences that are as important but could not deny this importance. 

So we do feel that there is a certain immaturity, quote-unquote, 
whatever that term means, in regard to the health of that infant, 
and that all the research that the National Institues of Health is 
supporting in regard to high risk infancy, a id high risk pregnan- 
cy—although it has been designated by Congress in the amend- 
ment act of 1974— ha3 generally related to SIDS, but ac^uallv they 
are very directed to SIDS, directly related to SIDS, although they 
are not classified as such. Therefore, when mention has been made 
that there is a decrease in funds available for directly related re- 
search to SIDS, we really have to consider the whole amount that 
is being put into those different aspects. If we look at the bottom 
line from 1980 to now, there has been a constant , and even a pro- 
gressively slight increase of fiuidr, around $17 million a year. 

Now, obviously it has been said at this table that the problem is 
not only the medical-physiological aspect but the tragedy of the 
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SIDS deaths have been well explained and I don't have to go int 

In order to help the families of victims to understand SIDS and 
cope with their feelings about the deaths, and to assist the profes- 
sionals, the SIDS Act of lm directedvthe Division of Maternal and 
Child Health of the Health Resources and Services Administration 
to support the SJDS <Counseling ; and Information Program. The 
services providedby tbistprogram were cbnsolio^ted ih-fi8I in the 
Maternal and Child Health^lMC^tblock/i^tnEach State as- 
sumed the je^nsibfct^ideyeldp its^c^WCJH^Program, estab- 
lish pnontaes.a^^ f . - 

So far, almost e^ry State -reports faangji 1>6rti6h <bMte, block 
grant to provide SIDS-related services. There is*also»supportlof re- 
search that is retetedifo j»rvices ancPthose other/aspectsMiat relate 
ed to education. There'is/for instance, by the American* SIDS Insti- 
tute in Atlanta^GA,* a program to evaluate the significance ofceer- 
tain signs which may identify intahts'ai risk, for episodes^ther of 
prolonged apnea, or a slowing down^ofstbi heart rate, ^bradycar- 
dia, and they are staying, the siblings .of SIDS victimsV This is over 
a 6-month period that^those infants are studieMvery carefully. 
They aJso have prepared, a guideline' thatis based on^availablejre- 
search findings regarding the clinical management of infants who 
are at increased risk for SIDS:' 

. There are investigations in other universities looking at the 
impact of the loss of a child and how can one predict how parents 
can successfully adapt t9 such a terrible loss. 

There a demonstration program in West Virginia which is es- 
tablishing a statewide system to identify infants who need closer 
scrutiny and link them. to apropriate services. This will answer 
questions about clinical management of these high-risk infants. 

There is also a contract' that supports a National SIDS Clearing- 
house which provides information and educational materials to ev- 
erybody that needs it. So we do have all those things, and plans are 
in progress for a National SIDS conference, also to be held in Sep- 
tember of 1986, which will be a national forum for exchange of in- 
formatioa, not only between ths J 'public and private "organizations 
but also with families and ^erybody involved with SIDS research. 

So we have this broad array of research, demonstration; service 
anu information activities of the Public Health Service which is fo- 
cused really on the elimination of SIDS and the pain that it in- 
flicts. 

In addition to the NICHD there are other NIH institutes that are 
involved— the Food and Drug Administration, the Centers for Dis- 
ease Control, the National Center for Health Statistics, the Admin- 
istration for Children, Youth and Families, and groups such as the 
American Academy of Pediatrics, the National Sudden Infant 
Death Syndrome Foundation, the Guild for Infant Survival, and 
the National Center for the Prevention of 3IDS. Working with the 
Congress, and public and private agencies at all levels, we will con- 
tinue this effort until we are successful. 

Ms. Norris and I can answer any questions that the members 
may have. 

[The statement of Dr. Catz follows; aJso included are the re- 
sponses to written questions:] 
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Mr. Chairman tnd Mrnbare of the Subcommittees end Select Committee: 
X aa pleated to be here today to provide information on the SIDS-rtltttd 
activitiee uf the Public Health Service. I cm Dr. Charlotte 8. Cats, Chief of 
the Pregnancy «nd Perinatology Branch, National Inatitute of Child Baa 1th and 
Human Development, NIH, which haa the raaponeibility for Federal 8ID3 
reaearch. I am accompanied by He. Ceraldine J. Korrla, Director of the 
Rational 8IDS Program, Diviaion of Maternal and Child Health, EISA. 
Hational Inatitutaa of Health Activitiea 

Ttie National Inatitute of Child Health and Soman Development (MICRO) ia 
the primary focua at the National Inatitutaa of Health (NIB) for reaeerch on 
maternal and child heelth. The main objective of reaeerch eupported by the 
NXCRD ie to eneure the birtli of heelthy bebiee end their optimal development 
ao that they can enjoy e productive end heelthy adulthood. Sudden infant 
death tragically ende thie normal prosreaeion. 

Eech yeer, en eetimated 7,000 infenta in the United Statea become the 
victim of crib deeth or SIDS (Sudden Infant Death Syndrome), ee it ie celled 
today. 

The audden, unexplained deeth of a beby ie not a 20th century 
phenomenon. Craveetone inecriptione during the Kiddle Age a referred to euch 
deethe. So did the Bibl? 2,000 yeere ago in the peeeege N ...end thia woman % 
child died in the night becauee ehe overleid it . N 

The erroneoue eeeuaption of M overleymg M or emothering of the baby by j 
eleeping parent leeted well into the 19th century. Then, in 1897, en 
excellent peper deecribing the phenomenon of SIDS eppeered in the Edinburgh 
Medic el Journal . However, it wee not until the 1940 J a that ayetemetic etudiee 
of the problem begen. SIDS received e booet ee en object of reaearch efter 
the NICHD held two mternetionel conferencee on the eubject in 1963 end 1969. 
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In ths esrly I970*s, tbe O.S. Congress held itsfirst hssrings oo the 
problem. This intsrsst Ud to ths pssssgs in 1974 of ths "Sodden Infsnt Decth 
Syndrome Act of 1974" (P.L. 93-270), giving Co the XICXD t&% mandate to lead 
ths FedsrsI effort in 5 IDS rssssrch and to ths -Division of Kateraal Child 
Health ths responsibility for ths 8 IDS Counssling and Informstion Frogr*%» 

Ths scientists participating in ths ssrly WCHD SIDS confsrsncss sgrsev* 
on two fundsnentel statements. At ths 1963 conference, ths scisntists sgreed 
thst ths sgs of dssth (between 2 snd 5 months) might be,s trsnsiticnal psriod 
whsn infsnt responses stay chsngs frosi neonate! to more mature ones. At the 
1969 conference, they achieved s consensus regarding sn official definition of 
SIDS, s definition which continues to bs need today: "The sudden desth of 
sny infsnt or young child* which is unexpected by history, snd in which a 
thorough postmortem examiner Jaila to demonstrate an adequate ceuaa of 
dssth.** This definition bss been extremely useful by focusing ths sttention 
on ceses whers obvious factors contributing to deeth ere sbssnt. 

Ths MICED progrss objsctives hevs been end continue to be to expand ths 
bssc of knowledge about the Sudden Infsnt Desth Syndrome: specifically to 
understsnd the csuses snd underlying ttcchsnisaa of the syndroms; to identify 
infanta at risk for becoming victims; to explore preventive approaches; to 
sscertsin the epidemiologic chsrscteristics of the SIDS victim, the SIDS 
family, snd the victim's environment, both before end sftsr birth; to clsrify 
the relationship between high-risk pregnency, high-risk infsncy snd SIDS; to 
sesrch for SIDS-specif ic lesions; snd to elucidste the i&psct of s suddsn and 
unexpected infsnt deeth on perents, siblings, the extended fesily, snd others* 

The NICHD hss hsd s long-stsnding interest in the epidemiology of SIDS in 
the hope thst through understanding the chsrscteristics of the "typicel** SIDS 
victm snd of the environment surrounding thst infsnt, s cotsaon set of fsctors 
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may emerge that vill help u* to bet tar aadare'taad SI08 iad to Identify ita 
potential victlae. 

D-iring the peat yeer, addition resalta of tbt KlCUO tooperetivo 
Epidemiological Study of SIDS ttak Ft c torn — the Urfttt epUemlolog i C al 
■tody of SIDS aver underteken — vere analyted. The data provide the 
aclaotiflc world vith an extenelve, multldlaemslbtul profile cf SIDS In 
America. 

By iotervJwing the familiea of 800 SiDS victim* e«d of torn* 1600 live 
control Infanta, raaaarcbera vera able to Gather * wealth of data on family 
characteriatice such at aocJoecoaoalc status, and parental~»ge t health and 
education, at veil aa on the Infant 'a own health, birth, tod eating end * 
■leaping hebita. From detailed coapariarjne betveea the femi Ilea vith end 
without infanta who dlad of SIDS, the following SIDS profile emerged: ^jj-- 

*• Age and Other Charactarlatlcat Mlnaty percent of the SIDS 
daatke occurred before the child vet alx moot ha old; 98 percent died before 

***** 

their firat birthday. The peek incidence vaa found to be etveao the aecood 

and fourth months of age. Hoat vlctlaa died at how in their criba. **he *$ 
frequency of SIDS deatha vaa graatest during the cold veather moot ha. It vea 
alao higher let vera 12 aidnlght end 8 a. a. than during other houra of the 
day. In the majority of ceaea, the SIDS baby wee reported to be veil 
uouriahed, veil developed and in good health before death. Multiple birth vaa 
found to produce an increaaed riak of SIDS: Such infanta were 2 1/2 tloei 
more likely to die of SIDS. 

2. Sex: Nearly 60 percent of all SIDS deatha involved male 
infanta, regerdleee of race. 

3. BlrthvelRht: Overall. 24 percent of the infanta who died froa 
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SXDS were low birth weight (weighed less than 5 1/2 pounds at Mrth). Only 
6*5 percent of the living controls were low Mrth weight* 

4. Maternal Age and Birth Order : Overrll, 32 percent of the SIDS 
Infants were born to teenage aethers, compared to about 19 percent of control 
Infants. Second or subsequent infants were found to be at a higher risk for 
SXDS than first-born children, regardless of the mother's age* 

5* Race : B'ack Infants are nearly three times as likely as 
noi.-black Infants to be a SXDS victim* 

6* Education : Approximately 57 percent of the mothers of SIDS 
Infants had not completed high school; In the control group, only 35 percent 
of the mothers had not finished high school* 

7. Maternal Smoking In Pregnancy : Approximately 70 percent of the 
mothers of SIDS Infants smoked during their pregnancy, compared to about AO 
percent of the mothers of the control Infants* 

8* Pediatric Care : SIDS Infants were less likely to have had ■ 
regular pediatric checkups compared to the control Infants* However, there 
were no significant differences In the proportion of Infants who made visits 
to the pediatrician because of Illness among Infants who died of SXDS and 
those who Jld not* 

9. Vaccination for Polio and Dlphtherla/Pertussla/Tetanua (DPT) : 
SIDS Infanta were more likely not to have received either polio or DPT 
vaccinations* This study clearly refuted earlier suggestions that there Is a 
correlation between receiving DPT vaccinations and SXDS* 

In addition to providing researchers, physicians, and families with a 
detailed profile of the SIDS infant t the NICHD Cooperative Study of SIDS Risk 
Factors is generating the production of a comprehensive SIDS Hlstopathology 
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Atlas . Since cost pathologists do not see many SIDS cases during their 
career, this atlss will be a vslusble resource to help then differentiate 
between SIDS snd non-SIDS cases. 

Also, an archive of preserved SIDS pathology tissues has been prepsred 
with NICHD support by the Hedicsl Examiner's Office In San Francisco. The 
Arced Forces Institute of Pathology has sgreed to house this tissue archive. 
This archive is avsilable to scientists sround the world to use in their 
research. The avail abil icy of this unique resource is expected to encourage 
and facilitate research on SIDS. 

Biomedical resesrch has been successful in ruling out several suspected 
csuses of SIDS, auch as accidental suffocation, malnutrition or parental 
neglect, inhalation of formula after spitting up, allergy to cow's Bilk, or 
the coaaon cold or influenza. It has not yet, however, been sble to identify 
the specific cause or causes of crib death, nor has it been able to accurately 
predict which specific infsnts may die of SIDS. 

Researchers have also looked at the possible role of infection in SIDS 
de*th. NlCHD-aupported scientists hsve been studying infectious sgents that 
grow in the intestinal trsct and have been suspected of causing SIDS. In 
infant botulism, ingested spores of the bacterium Clostridium botulinua 
multiply and produce their toxin in the baby's intestine, which lacks the 
adult's ability to fight infection. Once absorbed, the toxin reaches motor 
nerve endings and paralyzes respiratory muscles, resulting in desth. Although 
the investigators doing this work ultimately concluded that only a small 
percentage of SIDS deaths could be attributed to this agent, this work, in 
addition to expanding our knowledge of facers that influence toxin abaorption 
in infants, did lead to a procedure by which the time needed to diagnose 
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infant botuliaa has been cut from four to do days. 

Much of the NICHD SIDS research progrta. focuses on clarifying the 
specific physiologic chsnges vhich may be ot importance in understanding SIDS 
events. To this end, the NICHD set up a wide-ranging program to generate 
base-line information on respirstory, cardiac, and neurophyaiological 
parametera in normal infanta. 

One area that haa received much reaearch attention ia the possible role 
of aleep apnea in SIDS. Earlier atudiea examined the role of,; sleep apnea 
(cessation of breathing for at leaat 20 seconds or a briefer epiaode 
aasocisted with slowed heart rate, bluiah discoloration, or pallor, and 
requiring resuscitation) aa an antecedent to death. 

To clarify the relationahip, if any, between apnea and SIDS, atudiea are 
delineating the normal development of the reapiratory control center in the 
brain. One group of atudiea carried out in normal infants and in aiblings of 
SIDS victims who are at increased risk for SIDS, showed thst high-risk infanta 
took longer to arouse from sleep when chsnges in their environment (minor 
decresses in available oxygen) were instituted. 

This resesrch reinforces earlier data indicsting that children at riak 
for SIDS — i.e., aiblinga of SIDS victima, premature babiea, babiea of 
teenage mothera, and infanta who have frequent and/or prolonged episodes of 
apnea — show disturbed brain wave activity and different aleep patterns from 
other infants. NICUD-aup ported reaearch has contributed to the development of 
an improved neonatal apnea monitor. Thia monitor, in addition to Bounding an 
alarm, records the cause of the alarm signal, including readinga of abnormal 
heart rate and breathing functions. 

The NICHD plans a consensus development conference for September 29, 30 
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•nd October I of 1986 on "Infantile Apnea and Hone Monitoring" The 
participants will try to reach a consensu! on what ia known about the relation 
of neonatal and infant apnea to each other and to mortality (aapeclally SIDS) 
and oorbidity in infancy; the effectiveneaa and safety ot currently available 
hose devices for detecting Infant apnea; and what evidence there la that hoae 
monitoring is effective in preventing repeated eplaodea of apnea and, perhapa, 
SIDS. The Institute hopes that recommendations regarding the circumatances 
for the use of hoae apnea aonitoring^in infancy will be clarified baaed on 
findings from this conference. In sddition, f-trther research needed on hoae 
nonltorlng for infant apnea will be identified. 

Although apnea or other defects in respiration have long been suspected 
of being implicated In SIDS, no specific link has been found. Recently, 
research emphasis has s.tif ted from look-ng for apecific defecta in the control 
of breathing toward the inveatigation of prenatal development of the central 
nervous system. Researchers are specifically exploring how early central 
nervoua system development relatea to maturation of circulatory, reapiratory, 
and neurologic functions. Synchronised maturation in necesssry for the 
infant's adaptation and survival In the environment outside of tne womb- 
Results to-date Include evidence of correlations between clinical and 
morphological data that point to dysfunction of respiratory control as a 
possible major cause of SIDS. Pathology studies have shown tissue alterations 
In the lungs and the central nervoua system, particularly the brainstem of 
SIDS victins. Other studies have confirmed the role of the brainstem in the 
neurological activation of respiration, the modulation of breathing, and In 
arousal froa sleep. Researchers are accumulating evidence based on aeveral 
animal models that SIDS victims have defects in one or more ot these 
functions. In addition, changes noted in tissues from animal studies are 
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consistent with those observed in human SIDS victims. This consistency 
further strengthens the theory that SIDS is caused by a combination of 
deficiences of certain functions in the infant leading to its failure to adept 
to life outside of the voab. 

Continued research is needed to further substantiate this theory and to 
pinpoint the specific immaturities that sre Implicated in SIDS* A Request for 
Gra.it Applications targeted at SIDS is now ready for release for funding 
during this fiscsl year. Ve are particularly Interested in stimulating SIDS 
research related to central nervous system development and saturation* It is 
our hope that ve will receive applications for research to follow up some of 
the promising leads now available* and that findings from some of our previous 
studies will spark a new idea or theory fot scientists to investlgste in order 
to find the csuse or causes of SIDS and to prevent this tragic mystery* 

Health Resources and Services Administration Activities 

Often compounding the treged/ of a SIDS desth are the grief and resulting 
feelings of guilt* frustration, and the spelling need to understand "Why?"* 
In addition* the families of SIPS victims sre sometimes the targets of 
misunderstanding and accusations* 

In order to help the families of victims to understand SIDS and to cope 
with their feelings about the deaths, and to assist professionals In helping 
families as they resolve their grief, the SIDS Act of 1974 directed the 
Division of Maternal end Child Health of the Health Resources and Services 
Administration (HRSA) to support a SIDS Counseling and Information Program* 
The services provided by this Program were consolidsted in FY 1981 within the 
Maternal and Child Health (MCH) Block Grant* Esch state assumed the 
responsibility to develop its own MCH program, estsolishlng priorities snd 
si locating funds sccordirgly. Almost every stste reports using a portion of 
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its block grant to provide SIDS-rslsted services mainly for the claeeif icetion 
of unexpected infant deaths; the certification of the cause of death by 
autopay and other death investigstion methods; the prompt notification of the 
family of autopsy findings; afad the provision of counaeling sad information 
for families. Some afforta srs directed towarde public information snd 
profeaaional education, collection and snalyaia of data, and community 
participation through adviaory councils. 

The MCH Block Crant Program euthorisee s sst-sside program for projecta 
of regional snd nstionsl significsnce which sre sdainistsred by the Division 
of MCH in HRSA. Ths findings or products raaulting from reeeerch, 
demons trstion projecte, snd ssrvics activities ray, in turn, be adapted by ths 
states to improve the neelth ststus of BIDS victim fsmiliss through improvsd 
services . 

An ongoing research project couducted by the Americsn SIDS Institute in 
Atlanta, Georgia is evaluating the significance of certain eigne which may 
identify infante et riek for episodes of prolonged spnes or brsdycsrdis 
(slowed hesrc rste). Infants born to families who hsve suffered s previous 
SIDS loss srs being tested. The otudy will determine the velue of 
measurements of respiratory instsbitity obtsinsd during fssding snd sleep, and 
will eeeess passive ituscls cone during ths first snd fourth week of life. 
These infsnts will be monitored at hone for a period of eix months to obtein 
eccurete documentation of each episode of prolonged spnss or brsdycsrdii. At 
tn« request of the Division of KCH, the Americen SIDS Institute slso recently 
provided a set of guidelines, bssed on svsilsble research findings, for ths 
clinics 1 msnageaent of infante et increesed risk for SIDS. 

Investigstors at th« University of Michigan are seeking to determine the 
psychosocial iopact of the loss of sn infsnt to SIDS, snd to identify the 
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predictors of aucceaaful adjustments to each * lots. Setter under* tending of 
these parameters vill iaprova interactions .with SIDS parent a, end facilitate 
providing assistance sppropriste to their specific psycbologicel needs. 

A demons trst ion progrem in Wast Virginia ia establishing a stete-wids 
system to identify infanta who need closer scrutiny end link them to 
sppropriste servicee. This program vill alao gather prospect ire data to help 
ia prove surveillance, patient eveluatlona, follow-up, end perentel suppo.t, 
particularly for teenage ao there. Thle coordinated* multif ace ted progrem will 
anavar queetlons about the clinical management of these high risk infanta. 

A servlce^contrsct is supporting the National SIDS Clear inghouaa which 
wee esrsbllshce, in 1980 to provldv information and educations 1 materials on 
SIPS to health care prof eaalonels, community aervlce personnel, SIDS parsnts, 
and the general public. Serf ices provided by the SIDS Clear inghouaa include: 
responding to public inqulrlss and making referrals to local SIDS programs and 
parent support groups; dlaaemlnatlng current feet sheets, blbliogrsphiee end 
referrsl lists; compiling an automated database of current SIDS literature and 
e comprehensive resource collection; end distributing the Information 
Exchange , a quarterly publication which is a national forum for aharing 
SIDS-related informetlon. 

In addition to continuing these clinicsl research and aervice 
demons trat ion projecta, plans are in progress for a National SIDS Conference 
to be held in Septeaber of 1986. Thia conference vill provide a national 
forua for the exchange of Information betveei public and private organisations 
and faallles concerned vlth SIDS and ita related issuea. 

Mr. Chairman, thia broad array of reaearch, demonstration, aervlce, and 
infor&atlon activities of the Public Health Service ia focuaed on the 
ellolnatlon of SIDS and the pain and suffering that it inflicts. In addition 
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to the NICHD and tbt Division of HCH, tbtt« activities *«neo>paas tht ef forte 
of otter NIH institutes, the Food and Drug Ad»ini»tration, tht Centers for 
Dlseaee Control, the National Center ior Health Stetisiice, the Adaiuistretion 
for Children, Youth and Faallles, and groups auch aa t\ > Aaarlcan Academy of 
Pedletrici, the Netlonal Sudden Infant Deeth Syndrome Foundation, the Guild 
for Infent Survival, and the Netlonal Center for the Prevention of SIDS. 
Working with the Congress, and public and private agencies at all levels, we 
■hall continue this effort until we are successful. 

This concludes ay statement. Ms. Norris and I would be glad to enewsr 
any qusstlons that you might have. 

National tnstttute* of Heefth 
Betheede, Maryland 20206 
Bulkftno . 
Room 
001) 49ft- 

December 26, 1985 

The Honorable Robert Garcia 
Chairman 

Subcommittee on Census and Population 
Committee on Post Office and Civil Service 
U.S. House of Representatives 
Washington, O.C. 20515 

Dear Hr. Garcia: 

I have enclosed the responses to the two sets of follow-up questions *ro« 
the joint hearing on sudden Infant death syndrome. I would be pleased to 
provide any additional Information which may be helpful to you. 

Thank you for your leadership In the effort to overcome this dread disorder. 
Charlotte Catz, H.D. 

Chief, Tregnancy and Perinatology Brar»ch 
Center for Research for Mothers 
and Children 

National Institute of Child Health 
and Human Development 
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QSsSTIOH I», U 

Why are teenegere aoro tt riek to have infauta who die of SIDS? Why do 
black Infant* have • higher riek of SIOS then non-black Infante? 



ANSWER t 

The enevere to both parte of thle que tt Aon algnif leant ly overlap. Ae a 
group, the beblee of teenege mothere have a graeter number of health 
problem such ee lov birthweight, which le the leedlng ceuee of ell 
perinatal aortellty* Many adoleecent aothere ere bleck, dltedventag&d 
econoaicelly, aaoka, heve leee echoollng, and many do not receive prenatal 
cere* Epidemiologic reeeerch hee ebown that ell of theee fectore increase 
the rlak for SIDE. Therefore > both groupe — teenage aothere end bleck 
mothers — present • greeter concent retion of known riek fectore- for SIDS. 
It ie inportent to recognize thet reeeerch efforte eddreeeing leeuee in 
\igh-rlak pregnancy,, hlgh-riek Infency, low birthweight, prematurity, 
adoleecent pregnar.clee, end the development of riek- taking behevlnre ell 
contribute to the knowledge needed to underetend the role theee fectore, 
either individually or conjointly, play In the caueetion of SIDS* 
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QUESTION I.. 2. 

Cw y° u «Pj«in. the eignif icsnt decresse in money allocated to SIDS apecif i c 
reeeerch? la wore money needed? 

ANSVK&t 

The number of granta approved and dollar, expended in SIDS epeciflc reeeerch 
eince 1981 have Indeed decreased, but thie fact- neede to be Interpreted in 
terma of progras activitiee. One factor in the decline in SIOS epecific 
reeeerch funding between 1981 and I9W mas the completion during thie period 
of the KICHO Cooperative Epidemiologic Study of SIDS Ri.k Fectore, the 
lergeet epidemiologic etudy of SIDS ever conducted. Thie multi-center a tody 
funded by contrecte eccounted for * substantial pert of the SIDS epecific 
funding from 1979 to 1982. The eubeequent completion of the Initial 
•nelyr la of that study, combined with a SIDS reeeerch plenning morkehop the 
HICHD held leet yeer, provided new leada for the aciet?ific community to 
pureue. Thie le reflected both in the Increase in SIDS epecific funding in 
FT 1965 to $1,074 elllion, and the leauence of e Request for Crent 
Application* (RFA) on SIDS by the HICHD in TT 1986 to etimulete aubmiaelon 
of sore reeeerch proposals. 

The figoree on SIDS reeeerch are not reported only as e elngle number (total 
SIDS) but .lao ae SIDS epecific end SIDS general, the Isttiir encompassing 
projecte in High-Riek P-egnancy end High-Ri.k Infency reeesrch sreas. The 
subdivision into epecific and general, mandated by the SIDS Aaendme.its of 
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* 1979 (P.L. 96-142), gives recognition to the cloae relationship between SIDS 

f, end high-risk ststes sssoclsted with pregnancy snd/or infancy. SIDS 

£*. 

fc** v apeclflc granta are Halted to thoee which sddrase leeuee already Identified 

? as directly relsted either to eechanlaas responsible for CIDS, or to vsrlous 

f> aspects of the SIDS victim, SIDS siblings snd/or parents. 

c The total SIDS budget flgurea fro* 1980 to 198* have not ahovn a decrease In 

' * * aupport but a conatancy and, tinea 1982, a alow but ateady tendency toward 

higher expenditures, .ae aaounta are: FY 1980 - $16,896,000; FY 1981 - 

L $18,766,000; FY 1982 - $16,465,000; FY 1983 - $16,572,000; end FY 1984 - 

y 

$17,184,000. The prellalnary figure for 1985 ia $17,845,000. 

X 

The quantity and quality of applications received vary and explain the 
obeerved fluctuation* in funding. The preaent budget can accommodate 
current propoeala, and the HI CRD SIDS program haa not been limited by tne 
availability of funda. 
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QUESTIOH I. T 3. 

p£iIe?. C nJ r ;;l« l ! *yPP° J rt A°« i s I D S-related activities through SPRANS (Special 
Projects of Regional and National Significance)? p*«« 

ANSWER: 

Tes, the Division of Maternal and Child Health (DMCH) currently It 
•upportlng i?IDS-related activities through SPRANS. During Fiscal Tear 1985, 
the following activities vere supported by DMCH: 
Research Crants 

I. Project: Identification of Risk for Siblings 
of SIDS Victims 
Director: Alfred Stelnschnelder, M.D., Ph.D. 
State: Georgia 



2. Project: SIDS Loss: Psycnosoclal Impact and 
Predictors of Coping 
Director: faille Wortran, Ph.D. 
State: Michigan 

Demonatratlon Crsnta 

I. Project: Veat Virginia State-irfde SIDS Progran 
Director: David Myerberg, M.D. 
State: Vsst Virginia 



Amount: $111,432 



Amount: 9114,082 



Amount: $177,880 



2. Project: Model Intsrvention for Survivors of 

Sudden Desth of Children: Prevention of 
Abnormal Crlef 

Directors: John Smlalek, M»D. & Eeverly White, R.N. .M.S. 
State: New Mexico 



Contracts 

i. Project, national SIDS Clearinghouse 

Director: Jantce Berger 

State: Virginia 



2. Project: SIDS Advisory Panel 
Director: None 
State: None 



3. Project: SIDS Planning Croup for Rational 
Conference In 1986 
Director: None 
State: Hone 



Amount: §113,522 



Amount: $147,288 



Amount: 5 5,259 



Amount: $ 3,086 



TOTAL 



$672,549 
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QUESTION I. . A, 

It research >*\ SXDS • priority st the National Institute of Child Health and 
Human Development? 



ANSWER ; 

Yes, SIDS research hat been for many yesrs, end continue* to be, s priority 
• t the Kit tonal Institute of Child Reslth and Human Development (NICHD). 
The n«AJD SXDS resesrch progrsm begsn with the founding of the Institute in 
1963. Froa g modest beginning, the program grev by 1974 into s aajoi 
priority research progrsm. This is evidenced by the fsct that the 
percentage of approved greats snd contracts which are funded in the sres of 
SXDS has consistently exceeded the percentage for the Institute oversll. 

QUESTION I.. 5. 

One of the witnesses criticized in her testimony the resesrch at the NICHD. 
She itstes that the majority of the Institute's resesrch dollsrs has gone to 
developing apnea nonitors. Is that s correct ststementt 

ANSWER: 

No, this is not correct. The resesrch expenditures of the NICHD SIDS 
prog tm cover s wide spectrum of interrelated sress. These Include, among 
others, the role of infections ss a cause of SIDS; the control of bresthlng 
and breathing patterns in newborns and infsnts at risk; the pattern of hesrt 
rste in high risk infants; the orgsnizstlon of sleep ststes; and the 
prenstal development of the central nervous system. Dslng the Small 
Euilneaa Innovation Research Program established by Congress, the Institute, 
for the first tl-je in FY 1985, funded one project to develop an improved, 
lov-co-t, sensitive apnea monitor. This one project, which amounts to only 
3X of the FY 1985 NICHD total SXDS resesrch expenditure, is s small but 
icportant psrt of the effort to prevent SIDS deaths. 
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QUESTION I. . 6. 

JSnV^V!?* ? n,t,t ^* h " coapleted it. in-depth epidemiological study of 

25frESi r ^ thC flnd,ng8 ° f tM> itudy M ** u " dT Have 

cdditlcmal studies begun a* a result of the conclusions drsva froa the 
epidemiological resesrch? 

ANSWER : 

The NICHO Cooperstlve Epidealologlcsl Study of SIOS Risk Factors has 
completed both the data collection phase and an analysis of half of the data 
on the 800 SIOS victim and 1,600 Infant controls. The final aoi y.es of 
the totsl data set are continuing « this tine. Analysis of the first half 
cf the dsta was planned in order to identify any new leada which could be 
■ore specifically pursued during the snalyaya 0 f the aecond half of the 
data. 0i.ce the final analyses are finiahed, the results will be made 
available to the scientific community. A preliminary suggestion of this and 
other studies i. that SIOS infants may be different in their central nervous 
•yatem saturation. This preliminary finding points to the possibility of 
abnoraalltiea In the br.inatea of SIOS victim. This lead i. being puraued 
by the NICHD through the .upport of a grant to systematically examine the 
brainstem of SlbS victim. In addition, the NICHO Is issuing a Request for 
Crant Applications (RFA) which identifies prenatal nervous systea 
development as a particular focus for research 0 n SIOS. 

QUESTION I, . 7. 

Are the causes of SIOS different for different SIOS victims? 
ANSWER: 

Unfortunstely, the cause, or causes, of SIOS are not yet known. The 
evidence obtained to date indicates that SIOS nay reault froa a variety of 
causes. Consequently, the NICHO supports a wide range of atudiea classified 
not only aa SIOS apecific but alao SIOS general, which encoapaaaea projects 
U High-Rlsk Pregnancy and High-Ri.k Infancy. 
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QUESTION I., 8. 

You've mentioned in your testimony that through research SIDS infanta have 
been found to be not a» "normal" at they were once thought to be - but that 
there are sone distinction! between normal infante and SIDS infants. Would 
it be possible to see such di8tinccions in tine to prevent SIDS? If so, 
howt 



AHSlfER : 

The recognition that SIDS victims are not ac "normal" aa tha'y were once 
thought to be ia the result of retrospective inquiries. Parents, when 
asked, some tinea do recognire differences between their SIDS victim child 
and their other children. However, theae differences in behavior, growth 
pattern, cry, etc., were not identified before death. Some are very subtle 
and fall within normal and expected variations, with no specific patterns 
conoon to all victims. It ia hoped that studies will eventually 
prospectively identify potential victims, making it possible to prevent SIDS 
deaths. 
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QUESTION II.. 1. 

How ouch money was awarded in the NICHD research grants and contracts for 
SIDS primary reaearch ir. earh of the years 1980-1985? How much will be 
awarded in FY 1986? 

ANSWER: 

The NICHD SIDS primary research grants and contracta for the years 1980 
through 1983 were fund-d in the following amounts: FY 1980 - $2,7C4,000; FY 
1981 - $3,368,000; FY 1982 - $2,763,000; FY 1983 - $1,780,000; FY 1984 - 
$657,000; FY 1985 (preliminary) - $1,074,000. The SIDS primary amount in 
the President's Budget for the NICHD in FY 1986 is $1,000,000. 
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QUESTION II, , 2. 

Please list the SIDS primary research projects funded by the NICHD in FY 
1985, vlth descriptions and amounts swarded. 



SUMMARIES 07 SIDS PRIMARY RESEARCH PROJECTS, FY 1985 



5 ROi 08693 12 
Korens, David K 
University of Hawaii at Handa 
Honolulu, Hawaii 



Infection Enhancerent - An Experimental Model of SIDS 



$144,215 



This study deals with the possibility that enhanced infection results in 
enhanced disease. Specifically, it proposea to investigate the mediation of 
viral infection by non-neutralizing antibody. This infection of mononuclear 
phagocyte* by dengue virus is the prototype for this phenomenon. The 
ultimate research goal is to identify effector mechanisms in dengue disease 
and to evaluate analogoua immunopathclogical mechanisms and sffectora which 
night be responsible for triggering sudden infant death syndrome. 
* 

5 ROI 10993 09T. Control of Breathing in Recovery from Apnea 
Thach, Bradley T. 
Washington University 

University City, Missouri $124,483 

This research concerns the physiologic mechanisms involved in initiation and 
recovery from apneic cpells. Special eaphaals is given for apnea associated 
with upper airway obstruction. The investigators plan to study mechanical 
and neuromuscular factors relevant to pharyngeal airway maintenance in 
anesthetized living and dead animals and to evaluate pharyngeal airway 
compliance. These studies are relevant to the naturation and development of 
respiratory ,ntrol in man and to the clinical syndromes of Pierre Robin 
syndrone, c r nea of prematurity, sleep obstructive apnea and sudden infant 
death ryndrome. 



2 ROI 15736 04A1 
Haddad, Gabriel G. 
Columbia University 
New York, New York 



Endorphins, Sleep and Maturation of Hypoxic Response 



$185,168 



This project deals with the role of endorphins in ventilatory and 
cardiovascular control at rest and during stress (e.g., hypoxia) as a 
function of age and state of consciousness in unanestheti2ed chronically 
instrumented young and adult animals. This research Is of particular 
relevance to the understanding of «:he pathogenesis of sudden infant death 
syndrone. This research will provide new and important data on the 
relationship of the state of consciousness, cardiorespiratory control and 
oxygen consumption to blood and cerebrospinal fluid endorphin levels after 
allk feeding. 
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2 R44 18534 02 Low-Cost lfetion-Sensltive Apnea Monitor 
Walla, Jut> A. 

Biodync v» 
Oriagi, Connecticut $497,000 

Thle project deei* with the continued development of a.iow-coet, 
diaphragmatic wtloo-unaltlve apnea monitor that ia portebls and easy to 
use* Laboratory and clinical avaluatlona have validated tha technological 
feasibility for poaaiblt uat In infanta deeignated as ueer-mlae or aibllnga 
of SIDS victim* who qualify for Monitoring . 

1 SOI 20909 01 Oscillatory Patterns of Breathing and Heert Kate in SIDS 
Weggener, Thomas 3* 

Hew England Radical Center Hoapital ,, V4 j . ie . , 

Boston, Maeeachusetta $69,S8i 

' .»•«*■»> >< 

The goal of thia reeearch la to determine whether snalyale of oeciUetory 
pattern, In reepiretion and heart rete can identify infanta ft rialt to die 
of the tuddea infant deatii ayndrome* Because oscillatory patterns underlie 
apnea and hypoventilatory event e t analyaia -* *heam pattern, rather than 
tabulation of numbs re of spneas or percec* time apmic, m*y identify 
abnonulitlee associated with, SIDS* The analyaia wvere a wide range of 
oecilletory phenomena including the charac tori eat Ion of tha patterns as well 
as the frequency of their occurrence. 



5 X04 004*5 04 Control of Breathing in Rewborna 

Lavson, reward E. 

Unlvers of North Carolina 

Chapel Hill, North Carolina 



$53,443 



The objective of thia research are (1) to denonatrete the exietence ot a 
central necheniam which medietes the trensient reeplratory reepense to 
hypoxia of newborn*; (2) <o further characterize the long-acting central 
inhibitory mechanism activated by euperior laryngeal nerve stimulation; and 
(3) to atudy the effects of hypoxia on metabolism of central 
neurotransmitters related to control of breathing. 
QUESTION II. » 3. 1 

How many grant applications in SIDS primary or secondary reaeerch were 
approved but unfunded In FY 1985? How much would it cost to fund theee 
projects? 



ANSWER : 

In FY 1985 there were five approved but unfunded SIDS primary grant 
applications. Funding for these unfunded SIDS primary applications would 
total $405,474. There were 29 approved but unf inded SIDS aecondery grant 
applications in FY 1985. The cost of funding these 29 unfunded applications 
would toul $3,103,171. It should be noted, however, that the peer review 
priority scores for theee applications were significantly below the 
Institute's pay line. In other word*, these applications were not judged to 
je of high scientific value. 
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QOESTIOH M»» 4. 

Cltsn what we know about SIDS riak factora and promising research areas — 
ecpecislly In light of findings from the 7-y«ar XICHD cooperative study — - 
what are HICHD'S parlorltlae In the award of grata and contracts over the 
next 5 years? What are the focus srese for research In the near future? ' 



AHSWKR; 



%lle the HICHD will continue to pursue a number of significant leade such 
ss the role of Infect lens, sleep patterns and apnea, heart ratav 
fluctuation, etc., a major developing new hypothesis* la that SIDS nay 
rtsult from a failure not just of one organ system, but rather fiom a 
failure of the complex InterpUy of the regulatory ayatess required to 
maintain life. The developing brain with Ita specific centers Is the area 
where the control of llfe-sustalnlng functlond takaa place* Future research 
utilising new concepts In neurosdence will addreaa questions regarding the 
psthogeneala of SIDS In the context of the role of thi braloatem and other 
central nervoua ayatem centers In the control of vital functions* Specific 
area* of intereet Include metabolic activity of brain and central nervoua 
system cells and tissues; functional development of the blood-brain barrier 
with regard to both barrier and carrier functlona; development of the 
autonomic nervoua ayatem and Its role In the regulation of vital functlona; 
and the potential role of clrcadlan rhythme endogenouely genereted by a 
multiple oeclllator system and their relationship to SIDS. An additional 
research objective is to develop an experimental animal model for SIDS. 

As with all bloaedical research, these empheees sre likely to shift as new 
knowledge is developed. The HICHD ta purauing these objectlvea now, end 
will continue to do so until breskthrou&hs are achieved or better 
opportunities are discovered. 
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QUESTION II. . 5 . . 

o 

Aside fioa the NICHD g^snts and contrscts, what other sources sre there, 
within the federsl government or private sector, for SIDS primary researcht 

ANSWER; 



In the Public Health Service, virtually sll SIDS primary research is 

supported by the NICHD sod the Division of Maternal and Child Health (DMCH) 

of the Health Resources and Services Administration. In the private sector 

severs 1 groups also seek to provide support for SIDS primary research. 

These include* the National Sudden Infsnt Death* Syndrome Pounds t ion, the 

Guild for Infsnt Survival, and the National Center for the Prevention of 

SIDS. * 
QUESTION II. , b 

Of the research project a on high-risk pregnancy and high-risk infancy (and 
other **baalc M research) currently funded by the NICHD, are there any vith 
apeclflc v * demonatrable Ispllcetlons for. SIDS researcht 

ANSWER ; , 

Until the cause or causes of SIDS are specifically Identified, It la not 
poaalble to precisely identify grants with apeclflc implications for SUDS 
asong thoae addressing various Isauea within the high-risk pregnancy and 
high-risk Infancy categories. Bssed on our current knowledge, however , 
le obvious thst it would be beneflclsl to SIDS research to clarify the 
apeclflc role of the placenta for the well-being of the fetus , the role of 
vsrious maternal condltlona and treatments in regsrd to.fetsl development 
and maturstlon, as well aa to gain an ucderstsndlng of the determinants and 
consequences of low birth weight, which are the objectives of many grants in 
the high-risk pregnancy category. Similarly, SIDS resesrch la likely to be 
advanced by improving our knowledge in areas of disorders of the newborn 
such as Infsnt infections, metabolic capabilities, functional development of 
various organ syetems including tfie central nervous ayatam, the developing 
capabilities to adapt to a new environment, and the ability to handle 
medlcatloni, whlrh are among the objectlvea of high-risk infancy reaearch. 
These aubjects are all pertinent to our understanding of developing fetuaei 
end growing infanta and the existence of various mechanisms to reapond to 
nultlple atreoaei In their surroundings. The development of new knowledge 
in these areas of reaearch is very likely to directly edvence our quest to 
conquer SIDS'. 
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Mr. Garcia. Thank you very much, Dr. Catz. I guess you're 
working together asa team now. 

Just let me say that we have been joinediby my colleague from 
New York, Congressman Ted Weiss; ; . IT _ \ \. 

What I^am going to do^ is open it up to questions at this point, 
but I will not ask questions, As a credit to all of you, I would like 
you to know I am deeply appreciative because so many Members of 
Congress from all different sections and parts of thte country have 
responded to this hearing today. So I think it is a tribute to Con- 
gress wanting to know more about SIDS. r \% * ' < % 
^am going to start with my colleague from (Mifoi^.Mr. 

Mr. Miller. Thank you. ; * 'I 

Dr. Catz, how do we know -what the. States are doing now? I 
mean, how do we find. out this information? 
Dr. Catz. I will have to ask Ms. Norris, whb is in charge- — 
Mr. Miller. We used to have reporting requirements, is that cor- 
rect? ^ -'^ \ * /t^ ;i ^ t ,\ *^ 

Ms. Norris. Yes. When th^legisl^oir^ 
collection was included as one of the requirements Since the pro- 
gram has gone into block grants, ttie Association of State and Ter- 
ritorial Health Officers has been collecting some data on sudden 
infant death syndrome. It's a volrihtaiy reporting system. 

Mr. Miller.. Is it complete;foriWlrthe State8?;v^^^ m 

Ms. Norris. About 43 States reported information last year. It 
had to do with the number of suspected cases of SIDS in States, the 
number of autopsies done, and the number of families counseled 
Not all States obviously reported. 

Mr. Miller. But it didn't cover of what their exp^di&res might 
be on aspects other than family counseling? 

Ms. Norris^No. There was a GAO report completer! in 1984, and 
then we did ah evaluation of the impact of block grants on SIDS in 
1983. Both of those reports indicated that once the programs were 
integrated into the* larger maternal and child health program it 
was difficult for States to inform us exactly what amounts of funds 
had been expended on the SIDS program. 

Mr. Miller. So we don't really know. 

Ms. Norris. That's correct. 

Mr. Miller. Dr. Valdee-Dapena, you mentioned in your testimo- 
ny that research would be required to develop pediatricians' diag- 
nostic capabilities and to develop a plan for SIDS prevention, 
which I assume is related to adequate maternal health, and for fur* 
ther investigation of the infant central nervous system. 

What is going on at NICHD to support these efforts? You men- 
tioned one grant was cut in half. 

Dr. Valdxs-Datomu One grant was approved in October. The ap- 
plication was for $300,000 for each of 3 years. It was funded at the 
rate of half of that I don't know what impact that cut of 150 per- 
cent will have on that program. It was undoubtedly the best of its 
kind. 

I am not familiar with other neurosdence studies, except an- 
other one going on in that same laboratory. But that is the quality 
and the kind of research that has got to get underway. 
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Mr. Miller. Let me ask you, with respect to the maternal, health 
issues, what happens to the mothers prior to the birth of these chil- 
dren? Is there a Federal plan being developfed'to deal* with this? " * 

Dr. Valdes-Dapena. In a sense; the general -ftinds that Dr; Gate 
referred to are touching on thos^>ery ^is8ue^ ^fiai^^ qi lo^, 
birth weight, prematurity smokhjg effect <Ihife^ 
tial to the question. Those studiee will^haye ^to&i&t^C^ey are 
not direpted to SIDS but they're gener&and they-toucK dn^t^f?\ 

Mr. Miller. 4)n the, theory thatf^^ydu *taprove tEfc general, 
health of this wpjulatipn^- 2 ^, vt: ^ 

Dr. Valdes-Dapena. It probably,, in some vgg^ 
don't iinderstdnd, is going to improve th£^/l ^p^^\^v^ ? j| 

Mr. Miller. So if we reduce the likelihood qf^ow birth, weight . 
babies, we believe we might have some impact Ton SIDS Children, 
right? " A - \ [cz^^f: <f\ 

Dr. Valdes-Dapena. I beHeve it tfflf #: T< f f . % 

Mr. Miixee. r - - — - - 

we think there 



eral health characteristics of th§ mother dui^ the.pr^hancy? , 

Dr. VAiDES-DiVPKNA. Yes; because those are Jto$t$to fa<^ors s we 
know now. m *r * * - ■ W.** > 



Mr. Miller. You mentioned that tin epry, nation the .victims are 
the children of tHp^.mbtHets thptf are, most deprived socially and 
economically. That doesn't mean that nil SID£> deaths^pccur in so- 
cially and economically deprived families, but that the 'gr&S&sr ^ con- 
centration is there; " ^ ' -"hJ"c* ^ v *\ 

Dr. Valdes-Dapena. As Mrs. Garcia, mentioned, this phenome- 
non happens around the world. In Australia, ,for example, the 
group that suffers the most are. the Aborigines ther§. - 
Mr. Miller. Is that t the ; ^eatest<predictor then? fi 
Dr. Valdes-Dapena. It certainly is a risk factor, a big risk factor* 
But the majority of babies who me like this are big, healthy, term 
babies who com 3 from average families. It's just that the little tiny 
baby who is born in the poor family has a much higher risk of 
being the victim. • * 

Mr. Miller. OK. I guess I'm missing something here. 
Dr. Valdes-Dapena. The numbers, prematurity is not a factor *n 
the majority of cases of sudden infant death syndrome. But prema- 
ture babies have a big risk. - ' * :? 

Mr. Miller. That goes back to whether or not, when the Federal 
Government is making an effort in the general health of pregnant 
women, we're going to capture the universe of children likely to 
succumb to SIDS. 

Dr. Valdes-Dapena. We will influence it somewhat on those 
numbers of babies who have pregnancies that aren't great. 

Mr. Miller. What can you say about the smoking correlation 
that you brought up in. your testimony? 

Dr. Valdes-Dapena. You mean to speculate on what Is the asso- 
ciation? 

Mr. Miller. Well, have we ruled out smoking? You state thai 70 
percent of the mothers smoked in one case, and in the control 
group the figure *vas 40 percent. What does that tell us, or not tell 
us? 
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& ' ^ Dr i Valdes-Dapena. That, tells that that, in ways we don't under- 
K a? Clgar ? tt f smoking has an adverse influence on the birth and 

development of the unborn babv. That's as much as we know. How 
that works, wexe ;not sure, whether the smok^affects the blood 

Vessels Hint, nmnlv tUa mall /if *X.~ j A - 



yu 8 k I lS la t suppl y *e wall^of the uterus, and, therefbre suppUes- 
^.>Maum.^.wedo^any » ; , 

Mr. Miller, We're.not dbh^much research a^aR ontnis, at£% 
fc: we ^_ _ ; m. . - ~. ■ •- .rV';.^;' ^ 

♦JPr X^f B ^ D ^ff. ^^fr ° n taiget, only $600,000 was*allot-- & 

^ii' ^^^tyo^a^v^been half of all there was;' ^ > 

Dr. VAiDKs-DApmjA^RightW^^ ?r ' • 

Mr. Miller. And $is other "catch all" effort, wnich I supporting 
terms of trying . to $pr$e' the general health of xregnant women - 
mayor may not spillover? u . ^«^u» iW uw tf 

. Dr : Jaiiib-Dama. It probably #1 have some^u'ehce, but it - 
is not directly targeted on fye subject. * ' ■ ■ • 

Mr. Miller. You indicatod that ff the -Federal response was the 
same to other grant proposals and leseaWhera who ^making ah ■ 
effort in this area, as £ it was in this one caW, im -lookme at the ^ 
brainstem, you thought that that would discourage gcwdtesearch- 
ers from even making an effort— forget being turned down— but . 
from even making an effort. ""' «p * 

What is it we would need to do to encourage thoselaiented 
people to participate? • , 

.hS^^S?*™* ? J 981 ' ^ eie was *? "MUwn available for * 
ttirecOy related research. Researchers need money to conduct these 
sopniPticated studies. They're not going 1 to apply if they know 
there s not that kind of money around for them to obtain. Because* 
SSak* ^ B W ° rk ' It>S B j° b - It>s like writing, 

Mr Miller. Would the difference between $600,000 this year -and 
ap M 8 Slgnificant difference in terms of getting people to 

Dr Valdes-Dapena. Yes. 

Mr. Miller. The $3 million, is that a realistic figure in terms of 
the capabilities of people to conduct this research? 
Dr. V aldes-Dapena. Yes. 
Mr. Miller. Thank you. 
Mr. Garcia. Mr. Coats. 

Ajr^ r '. CoAra - i - Thai L k you - 1 would Uke to follow up on Chairman 
for SIDS q 0ns became 1 m r eally confused about this funding 

Dr. Dapena, you seem to indicate here that the only amount of 
money gomg directly to SIDS-related research is about $600,000, 
down from $3.4 million Yet I have the report from the heartog of 
the Subcommittee on Appropriations, Labor, Health and Human 
S^tT* f™ ate i a # en ? y appropriations for 1986. It categorizes 
iff P^S? Syndrome obligations for 1985 that go to the 
NICHD at $19.5 million, with $1.6 million going to the National In- 
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statute of Neurological and Communicative Disorders and Stroke^- 
and I appreciate that some of this is not directljr related— with~an- 
other. $100,000 going to the National Heart, Lung and Blood Insti- 
tute. . *"* r £ *\ *<*S -dfe 

Some of this money is. surely. beii$,flpplied to research 4to|* 
pretty directly— even thouigh it.mig^ndtjPe^" 
function— surely some 

maybe Dr. Gate is the ^ _ . ^ 

that for me?, ^ ^'^3*^^ - 

Dr. Catz. There is confusion.^he^^^pn w^giyen by Con- 
gress. Actually what it means is ^ 

system, that carries in the title SIDS, Whatever, or in*tne~aii^ pf 
SIDS, will be triggered and picked up specfiSB^ *f^*a* 

HOWeverj ^^^^ or** mart \7 • /Wf WiiiSi ^ m nrK i nVi fKa^baAAV^fiat^ici 

very 

instance, w r 

to SIDS. It is our obligation to look at tjiat i»hd* .iniSi^ffie^ri^" 
between those things. That is why we*ieel it is :va ^ betfer^figiire to 
really consider all of what we learn than just those difference/- 

Now, the definition of $8 Mlion specific and $6W^-me^ 
that the six centers that we have .on that ht^>^jpidemiological 
study came to an end or at the peak of their activities and-thatis 
the fluctuation that exists in fading. One of the ways;;df stimulat- 
ing, we do have a plan. In»1981 we had a 5*year;t>lan in which^re* 
searchers and other people came in with a^ijlan that we felt would t 
be the appropriate way to address those patients. We will^ start- f 
ing now to do an update, introducing the new research, and 
making the next goals* alon; the way. So in a way, it's a very 
active, ongoing process that ii continuing. > * r ' . 

Mr. Coats. And where do you anticipate that SIDS wilt fit in i 
that new plan? ^ • * , :*> 

Dr. Catz, Oh, this is a SIDS plan. It's ;a specific SIDS plan. We 
have 10 areas that have been identified to tfte Institute, and SIDS 
is one specific Within our branch, Sudden Jtofant Death.Syndrome 
is one of five top areas that 1 we consider equivalent: 

Mr. Coats. I m .wondering if any of the* panelists can identify 
how much private research or university research, medical re- 
search is currently being conducted. Does the SJDS foundation 
have any figures on how much private research is going on, outside 
Government? We know we have Federal at some level tbat we're 
not quite sure we can determine, either related or indirectly relat- 
ed research. We had the question on the State involvement and I 
should point out that the block grant, I think, Di. Catz, is increased 
by $100 million ^r so in this last fiscal year* Obviously, it's not spe- 
cifically related again and decisions have to be made as to where 
those dollars go. . 

Moving now to private research, can anyone give me some num- 
bers or figures or studies, things that are going on in the private 
sector? /, 

Dr. Valdes-Dapena. I know about what the Foundation has 
done. The National SIDS Foundation last year spent. more, than 
$100,000 of its own money pn the private support of; research. 
About $90,000 of that went to support the Harvard brainstem study 
until such time as it could be taken over by NICHD. 
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Mr. Coats. Was the brainstem study specifically SUNS?' 
Dr. Valdi^Dape^a. Yes. 

Mr. Coats. But It wouldn't necessarily be contradictory to the 
brainstem work that's being done through NICHD, even though 
that doesn't show up^as aspecific SIDS line item appropriation? 

^U^5SHtte s^ppo^tiiig that 

P r QJ#.at- $150,000 a year . fiat's a big part of ^ their. support at the 
present tame of the^braini^m research, ' ' V\ 

Imadditioh-r~r xt c - tf m ^ . '> 

Mr* Miller. Would thfe gentleman yield for just 1 second for a 
clarificationhere? 

We have r specific brainstem research that's directed at— that's 
looking for SIDS connections— I^n cumbersome in my words— and 

we have another brainstem study that may be related to 

Dr. Catz. Most likely, related, yes. 
Mr. Miller. Well, that's important., 

Dr. Catz. Oh, yes; it is. We don't know why those abnormalities 
are seen by the pathologist. This is an in vivo animal sfiidy which 
might explain some of those things, because obviously this is not a 
human investigation in which you can put electrodes around the 

brainstem and measure, you know 

Mr. Miller. OK. Let me ask this question of both of you, and I 
think this will help Congressman Coats and myself. 

In a scientific determination, would you make the decisiomthat 
both of those studies are SIDS-related, ..ope directly^and one indi- 
rectly? Would you make that decision of scientific determination? 
I m concerned he e as to whether the research is following the dis- 
ease in this inst nee, or whether you're toying to squeeze some re- 
search under tl letter of the law that, says it hasfto be SIDS-di- 
rected or SIDS-related. I was trying to determine whether we're 
complying with the wording of the law or with appropriate scientif- 
ic inquiry in developing research here. 

Dr. Valdes Dapena. The study being done at Harvard is directly 
related as being done on the brains of babies who died of SIDS. 

Mr. Miller. But is it accurate to suggest that this other research 
is SIDS-related? 

Dr. Valdes-Dapena. I don't know. Is that Kevin Wynn's project? 
Dr. Catz. No, it's Dr. Larson. 

Dr. Valdes-Dapena. It's probably related and will probably shed 
borne light on the subject. But it isn't using the brains of babies 
who died of SIDS. 
Dr. Catz. No. It's animal models. 
Dr. Valdes-Dapena. It's an animal model. 
Mr. Miller. So there's a little bit more than $600,000. 
Dr. Catz. Well, if we count the figures for 1985—— 
Mr. Miller. I just wondered— I mean, Congress is great at keep- 
ing a double set of books. We take our action when we relate them 
to 9 or 10 different constituencies and we tell all these people we 
did things for them. I just wonc^r what'c going on here, whether 
we re taking credit for other people's work. Some of those people 
making the scientific inquiry don't see themselves as related to the 
SIDS question or looking for that connection, whether or not that 
is as valuable research as that conducted by people v/hc are direct- 
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ly engaged in th6 SIDS inquiry. I'm taking otfier people's time 
here. ^ ' 

Dr. Valdk8-DapenA. The Harvard project is y being Supported at 
the rate of $150,000 per annum. j don't know how.much is going to 
the anim&l study. But when I used the figure $600,000, tjiatwas all 
MCHDdirectiyrelat^funds^ai^ •■ " *• * • 'v - 

And a lot needs -to be done with the.,neurosciences. ? One has to, 
get into neurohistochemistry,. arid that's just starting. That takes 
1 money. . . * \ . * 

Mr. Coats. Well, it's true, though, that the money, appropriated 
for, specifically related SIDS. research^ could result, in <>a break- 
through in some other area and might benefit^some. other type of 
disease, so we have r cross-purposes. here. , • r; \^?- 

That brings jne to this question, Ihr. Cats. How 4q you a%. NIH <- 
communicate among your .various departments and divisions about 
your research and no;w it might impaqt on other, diseases and the 
treatment of othfer ' /* ,jt / . y# ,.> ^ 

Dr. Catz. We. do have good communication with other institutes," ^ 
my colleagues in other institutes, Miss Nbrris and so on, $nd with jflk 
researchers in the field. We try to keep updated. We$ ore really , „*g 
trying to go to profession&l meetings and trying to stimidate good J| 
researchers that are not really thinking SIDS but are thinking, for ^ 
instance, today neurosciences, to really go to this area which needs 
so much work. So in a way, you know, we try to keep up on that H 
and we do communicate. 3 

Mr. Coats. I know my time is about up. Just to finish up my pre- * J 
vious question, you mentioned the one project underway on brain- j 
stem research that is partially funded by NICHD. Do we have 
knowledge of what the total is around the world in terms of private 
research or foundation research? Is your foundation the only one? 

Dr. Valdes-Dapena. Our foundation is the only one that is sup- ? t 
porting from the private sector to that extent, over $100,000 a year. i 

Mr. Coats. Are other foundations contributing to SIDS research 
that you're aware of? 

Dr. Valdes-Dapena. I think there's a little bit of it going on in 
other places. Like in Great Britain, they're supporting it certainly. 

Mr. Coats. Are other studies going on, other than the Harvard 
project? 

Dr. Valdes-Dapena. With regard to brainstems? 

Mr. Coats. No, with regard to the whole SIDS problem. 

Dr. Valdes-Dapena. Oh, yes, other studies are going on around 
the world. But the amounts of money available are not big at all. 
There is just not very much anywhere. 

Mr. Coats. Thank you, Mr. Chairman. 

Mr. Garcia. Just let me say we're going to take a short recess. 
Before my colleagues leave may I have your attention. There are 
about 20 or 30 people still outside this room. The reason why we 
didn't go into tne main hearing room was because the full Post 
Office and Civil Service Committee was meeting this morning. 

What I'm going to ask all of you to do— and I guess we can do 
that without a problem— is that after this 10-minute recess we will 
reconvene in room 311, which is just down the hall. 

[Whereupon, the hearing was recessed, to reconvene in room 311, 
Cannon House Office Building.] 

ER?C 65 c 

H " EBBfla 57-412 0 - 86 - 3 ^ U - 



6G 



niS^wu^iT^ 6 .^ 1 ^ ^ try to do finish witMfais' 
panel ^thin the next 10 minutes. We have two more panebloT 
ine last panelists are hum mimiAo »),/. i»<»..i ■. -i ■• i 3*5 




^ U i^^ < i^'^ e would like to ask, and then to Mr.'.Wou^ - V 
b ^' WA ^^'n^ 'ypu?:Mr. Chairman. -I,tta I can bl very 

•AaJ understand it, these services ibr%ak down mlo twacomno- 

t^^f 00 ?**^ ^i^tially social services, and>ttie othet 
tne medical research an f*i» nr^u™ Txr;*i. ;^i^ r i^I A _ ^>T55S ' 




f the' 
toils 



con^nt if you might include ^^^fSWS; 
troUer General s ^report on maternal and^chlld 31 blSSte 
which describe the sudden infant death syndrOmfSces Snfthe 
££TC Y Wc £ I £ Wcted changing pridrlties when' they 

[The GAO report follows:] 
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BY THE COMPTROLLER GENERAL 

Report lb The Congress 

OF THE UNITED STATES 



Maternal And Child Health Block Grant: 
Program Changes Emerging Under 
State Administration 

"> 

The Omnibus 8i/dget Reconciliation Act of 1 981 consolidated eight 
categorical programs into the maternal and child health services 
block grant and shifted primary administrative responsibility to 
states. States continued to support activities simitar to those funded 
under the prior categorical programs although some changes were . 
maae to program priorities and services offerea States tended to j 
assign higher priority and make fewer program changes in areas 
wherf* they had considerable previous involvement. 

The availability of prior categorical grant funds in 1 982 mitigated the 
impact of reduced maternal and child health blockgrant funding and 
enabled states to reserve block grant funds for the next year. As 
categorical funds diminished. ' Jwever. state and other sources of 
funds began shouldering a g; ater share of program costs. In 1983 
thj emergency jobs bill legislation substantially increased the 
maternal and child health appropriation and should help promote 
relatively stable funding in 1 984. 

States' health agencies were carrying out block grant responsible 
ties and management improvements were reported in some states. 
Various methods were used to obtain public input, and the involve- 
ment of «tate elected officials and interest groups had increased 
Most state officials ra ted the block grant more flexible and desirable, 
while about half the interest groups responding preferred the prior 
categorical approach. 
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■SUDDEN INFANT DEATH SYNDROMS 
£gRVICE3 — PROGRAM REDUCTIONS 
REFLECT C HANOI NO PRIORITIES^ 

SIDS, often lenown as "crib death," is tho sudden and un- 
expected death of an appr atly realthy infant. In 1974 the ' 
SIDS program was estab: _ 3 to provide counseling for families 
of SIDS victims and public education for health professionals as 
well as the general public. Other services offered included 
autopsies, providing monitoring equipment and training, and 
resoarch projects into the causes of SIDS. Services are pro- 
vided by a variety of organizations, inclui?i!?a state agencies, 
universities, local health departments, hospitals and clinics, 
and other nonprofit entities. 

The SIDS program area is one of the smallest within the 
total HCH program, with 1983 expenditures reprusenting about 
0.2 percent of total MCH expenditures for the states we re- 
viewed. SIDS services were provided in all 13 states at some 
time during our review, although expenditures were generally on 
the decline. As shown in appendix IX, for the 12 states that 
provided complete expenditure data since adopting the block 
grant, expenditures decreased in 8 states and increased in 4. 

soecifiri?n«? St0t ! B " duCed or discontinued expenditures for 
«??Sif; Projects, often citing the need to f»nd Mciher 

^^u^ 9 "^' Additi °™"v, some noted that although ex- 
were down, services to SIDS families would still be 
available through ether related programs. Some examples follow. 
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-^•Colorado reduced its program expenditures by 35 percent 
between 1981 and 1983 because officials do not consider 
SIDS a high priority and are encouraging the service 
provider to secure alternative funding* * ■ - * 

— Florida reported that, due, to 4 higher priorities, it has 
reduced dts public educatipn 'offor&s and discontinued 
counseling services for families of "SIDS 'Victims* 
Counseling, however, will still' be. available on an as- 
needed basis through public health nurses*, * K * ' «» 
\ • ' - * s 

—California officials said that less enfpHasis is. being 
placed on 3IDS> -because no reliable .method v is currently 
available to screen for ot pre vent SIDS, counties already 
have a well-established system for following up and 



counseling families of SIDS victims, and state^KCH staff i. g 



is available for consultation on~an as-neededjbasis.* 
Therefore, the -state opted to discontinue SIDS funding 
for separate projects and instead merged SIDS activities 
with its general MCH operations* - 

— New York eliminated funding for SIDS family counseling - 
and research projects because of higher priorities and 
because services could be provided as part of its general 
MCH program* 

—Michigan el jninated in-service training for local and 
community hualth department staffs and reduced its public 
information efforts due to a lack of funds. 

In four states expenditures for SIDS increased with the 
largest percent increases in Pennsylvania and Mississippi* For 
example, Pennsylvania increased expenditures by $102,000, or 
86 percent. Mississippi just began its program in 1982, offer- 
ing family counseling and public education* Iowa also offered a 
new SIDS service in 1982 — training parents how to use equipment 
to monitor children identified as having potential problems* 

We visited service providers in Colorado, Michigan, and 
Washington, .he provider in Michigan is a county health depart- 
ment which offers a wide array of health services, including a 
public health clinic, a paramedic unit, and Medicaid screening, 
child nutrition, sickle cell anemia, and SSI services* The 
health department's 1983 budget was $7 million, of which less 
than 0.1 percent was for its SIDS program* The county has rou- 
tinely provided siDf> services for years through its public 
health nurses who make home visits* The county was aware that 
fund 8 received from the state contained block grant funds but 
was not aware how much. 
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D 1t. at £ nal '„ a 3 d ? IDS t£&S?$«£3^&^ 

■ pital is funded elmost totally through private ««nt« w e .? 
ments with a 1982 budget of almost $48 5ll2$S, 9 3 which hlsol- 
«L ? in ^iff^S^ tta *'«'JtPWO«t is for th* SIDS P r£ 

St 1 ^ 8 «" th ° pa< £ 2 years ' ^ue"n plrt to tnT 

fact that, for these providers,-, the SIDS program is TeLll part 
of a large and .raultifaceted program.-" "v . . *■ •> small part 

The Colorado service provider/ however /serves as an »»- 
tellti?*™.'? 3 *,™*' 8 eff0rt8 ^° wintain fls fe™ of services 
S?3£^i e Si£2 ln9 6tate 8U PP°*t> State; officials do not con- 
sider the SIDS program to be a high priority. Accordina- to th« 
project director, this is because of its lw incident (aoout 

0 "» 6 »P! r ft«> «* difficulty in measuring p^Sm toSlt. 
In view of declining state support and the state's irivice to 

al ^f rPat , iV ? , fundi "9' the service provider is lS5£ to 
become financially independent of federal and state funding! 

selinfto 222ff?fi* or 9 a " iMti °" provides information and coun- 
SamSf.^J a Sh liM as wel1 SIDS education for medical profes- 
sionals and the general public. Although its total fnni(n» {, 
creased from $57,000 in 1981 to alios? ItVoIo^MM? 
has been a major shift in its sources of funds. In 1981 « 

gr a nt C exS Cal th f T.tTt^ ^ W*?*? 8 .^^ 

J.™* e ; p Zu ' the at * te has replaced only $30,000. or 41 oar- 
cant, of the program's 1983 expenditures with the remaining 
funding being obtained from private grants and pavments 

loc1I a L e n^»i ienCe f J" addi "°"»l xiLnciai a our| a nhen'the he 
local hospital, which operated a similar counseling proorara 
withdrew its support which had included free office fpale^nd 
various medical and administrative services. 

tiall^ons?^ 6 ^ 8 !?* 0 ^ 810 " 8 ^ 8 * aff level ha » «mained essen- 
tia ny constant, while the caseload per staff member has in- 

S e s a serv?ce th prov a d U e t r P8ie8 th8t ^ 8 P ital had conducted^for 
SIM SiSSiSS 0 ! ider ' man y " asas incorrectly classified as 
^.l', - acC ?5 din9 fc ? P r °3 ec t officials. As a cost- containment 
Services as^E^na? 0 ^" ""^Phasising suc^indirect 
s?™«? J-!? educa "° nal outreach to the community and profes- 
traini ??' maintaining such direct services as 

e»andiS\ n r lin9 - /° r f 8eV9re e " ect8 have been^volaefby 
S „5 «k^? ? he u f e ,°f volu nteers to provide counseling services 
SctivUies 9 additional though privaSl fund-ralsing 



Mr. Walgren. In summary, they looked at 12 States, 8 of which 
showed decreases essentially because when those programs ^ere 
put in the block grants they were unable to compete in priority 
with the others.. Consequently, there were certainly decreased serv- 
ices available in those States. . '* > ? ' s ^f* 

The second part of this, whether there is increksed-or.dedre^sed 
funding for the medical side^of the research, I wanted to, raise with 
Dr. Catz— you usral a $17 million figure in your presentation %hich 
is not in your written testimony. Could you describe where 'ttfere 
$17 miDion comes from that you mentioned ve*b«dly ? < * ♦ '* • 

Dr. Catz. Certainly. We do haye a sheet r which I. thougHt had", 
been provided—and obviously ;it has not— which talks about the 
budget that we had had since 1980 up to today, divided into SIDS 
specific — we talked SIDS-general and we had explained that. It is 
the bottom line of total SIDS research which has moved from 
$16,800,000 in 1980 to the preliminary numbers for 1985 being 
$17,845,000, with SIDS-specific being above a million dollars in that 
category. 

But what I would like to mention is that to fund research grants 
we d lend on what is submitted. The fluctuation might reflect very 
well the type of applications that are submitted, and then are re- 
viewed by peers of the applicants. 

Mr. Walgren. But you're showing a million in 1985 — that's not 
far off the $600,000 figure that was mentioned. But you indicated 
that you felt that the $600,000 reflected a decline in the research 
center activity. 

Dr. Catz. The epidemiological studies and other contracts came 
to an end and, therefore, the money that was allocated for that 
which had SIDS-specific within the title, or the aims, decreased the 
total amount that was available. 

Mr. Walgren. Now, I would like to then ask, what's the perspec- 
tive from the research centers viaw, if anyone is able to give us 
that? The statement is that the research center component of this 
effort has declined because certain research was phased out. 

Can anybody sp Jt to whether the research centers have been 
not participating as they had in earlier years? 

Dr. Mandell. Let me just say from a clinician's point of view 
that, as a clinician, this is the most frustrating of problems. You 
know, I guess we have to ask ourselves what are we doing, what 
are we searching for. We are searching for an answer to the 
sudden infant death syndrome. It has been extremely elusive. 

For us to focus, for example, on just one study here, and expect 
that brainstem study to find the answer, I don't think is fair. There 
must be a significant amount of research to find an answer. Re- 
searchers must be stimulated. There must be funds to stimulate 
that research. It is not available. Three million is not even enough 
if we're talking dollars. 

It seems to me that when we're talking about what is direct and 
what is indirect, we need to ask ourselves a little bit about what 
that means. It 3eems so basic, but we don't know why babies die. 
You know, there are only several ways to die — either your heart 
btops or you stop breathing or your brain stops functioning. Any 
kind of research that goes into cardiorespiratory or any brain phys- 
iology can say this is related to the sudden infant death syndrome. 
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Whether it really has the benefit that we .want to find the answer 
to sudden infant death syndrome, we don't know* 

J3H*r*i?u ***$ hs $ direct, SIDS-related research, .that's 
w begm^, focus, on finding the^ answ^ to Wdden 
infant deatfc syndrome. That's what we^re talking about today. 
. Mr..W^REN.Thank.y6u'.^ » . 

Mr. Gaboa. I^, Rowland. ' . 
, Dl \ Rowland. I appreciate your comments' very much about not 
focusing in one area. We^thought at one time malaria wasWed 
M,^- we found out malaria was caused by mosqui- 

toes. So I think it is very important to look at the, overall pSre 
and not just focus on one particular area. 1 . p • 

I want to change the focus just aOittle buy.Dr. Mandell, to what 
you were talking about earlier,- about .theSe young,, parents that 
riSE «, ChlM ,ft!? ^,with mh death, pa^cuSl tfs* fi£t 
child; then all the guiltrand fear, that thfy deal with; the fear 

fe^L 8110 ^ 6 / Ch ^ d It8 , not ^ unusU,-lSt be1iev?to 
have two children in one family with crib death. Maybe there is 
some familial relationship which even more focuses the attention 
in tnis area. .„„ 

, fei me you about infant monitoring, the monitoring of respi- 
ration, cardiac monitoring, how much 'good you thinOnat does 
Can you give any information to us about how monitoring may 
have helped these couples in dealing with this problem? - 

Dr Mandell. This is a very difficult clinical problem. The an- 
swers are unknown. I know that we happen to be to arituatSn 
where many monitors are being used. Whether or not they, in fact 
are preyentmg a significant number of deaths is really unknown. It 
is something that is plaguing clinicians because we don't know and 
wL r 1c n( ? V ^ y m T exacfc Iy who to monitor; we're not sure 
who are atris'k^ r6 ^ monitors are ' m helping those 
, ^.k 1 ™ certainly that they help some children. How many chil- 
dren is an unknown. But because it's unknown, because we're not 
6&£!^£v many ^i^ 10 ! 3 at we te ° d to monitor^ 
ans^erto^questio? * ^ ** 1 ^ *» 

Dr. Rowland. Do you recommend, if there has been one crib 
death m the famdy, that subsequent newborns be monitored? 

Dr. Mandell. This differs in different parts of the country. What 
?l P jr^ m °- ne £ J ot necessarily what happens in other 

so?an?d^r-Saw? ar ^ ab ° 0t the 8itUation your 
mSo^u 6 *?^ 0 ^- J^ 110 * have 8 new grandchild and he's 6 

3rt?M m M, M ha S k ^ monitor came home from the hospital 
2 t? aa *f y ^ u f hte r-M-law prepared herself, and my son as 
S« JLw 8 , tremen dous emotional trauma to have a life come into 

fcinii 1 ^ ai*?¥ t ?u be ^i 1 * 1 to * "^d*"* to 06 constant 
l^f 1 of ,Al ex de ath every day with tnat blue suitcase in the 

1 re i?- ly , W0 H ld go to bed at night and worry about the 
value, the medical value of this cloud hanging over a new life We 
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were trying so much to separate our past experience and psyching 
ourselves up to prepare ourselves for the death of another child. 

The doctors felt that after the first months it was no longer 
really necessary to keep him attached to a monitor. He is not being 
used as a subject for research, not because we have any objection to 
it but because there really are no facilities. There is no money and 
there is no program in thfc area of Albany, NY, or any medical 
school working on this. So there is no way we can use our case, 
other than what we're doing here today, to help in a more active 
way through research. 

I would like to make an additional comment. Years ago sufferers 
of Alzheimer's disease thought that this was just a normal aging 
process. I think today that because SIDS has been around since bib- 
lical times, since the beginning of man that it may be perceived as 
a m^jor health issue. It s not a recent invention and it wasn't in- 
vented by the National SIDS Foundation. But what is different 
now in this century, in the last 23 years that the Foundation has 
existed, is that for the first time there's a separation between child- 
hood diseases as medical conquests have occurred; we have been 
able to eliminate measles as a scourge, small pox, tuberculosis, 
whooping cough and any one of the other childhood — all of these 
things we have vaccines for. So now we've been able to isolate this 
other cause of death and it doesn't seem to be related to any of 
these other childhood diseases. Why should we not provide the nec- 
essary funds to study and examine the causes therein. That's what 
it's all about and what we're really concerned about. The need is 
increasing, however, the funds are decreasing to specifically study 
this. That, I think, is the crucial issue here before us. 

Dr. Rowland. Mr. Chairman, I think there is, even though it's 
grossly inadequate, some research going on into the etiology. But 
I'm really concerned about those couples who have had a child like 
this. There doesn't seem to be any general agreement about what 
needs to be done in counseling these parents on what to do from 
the standpoint of protecting a second child they may have. I would 
like to see more attention focused in this area also. 

Thank you very much. 

Mr. Garcia. Mr. Wolf. 

Mr. Wolf. Thank you, Mr. Chairman. I'll be very brief because I 
know your time is short. However, I want to ask the question about 
warning and monitoring. 

I want to thank you and thank the panel. It has been one of the 
better hearings I have attended. When my dad was in World War 
II, I lived witn my aunt. One day my cousin died in the crib. I was 
just a little boy, but I remember my uncle rushing him to Bryn 
Mawr Hospital. It was a very difficult time. I was small and don't 
really recall a lot of the facte, but I knov r that we never knew the 
reason why. Obviously, this SIDS was the case. 

I have two questions? One, I understand there were 7,000 SIDS 
cases in the United States, last year. Is that figure increasing or 
decreasing? 

Dr. Valdes-Dapena. As far as we know, in the last 10 years that 
number has neither increased nor decreased. 

Mr. Wolf, So all the efforts to date really haven't made that 
much of a difference? 
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Dr. Valdes-Dafena. As far as we can tell, the number has not 
changed substantially. 

Mr. Wolf. Do you know what that number would be worldwide? 

Dr. V vldes-Dapena. I don't. 

Mr. Wolf. Does anybody know? 

£ ATZ ' No * Unless People do keep statistics in other places, it 
would be very hard to come by because you depend on the diagno- 
sis as well. • « 

Mr. Wolf. It would be well over 100,000, 1 would t hink 

Dr. Valdes-Dapena. In European countries we are aware of the 
fact that it is pretty much the same as it is here-^-2 per 1,000 
babies born alive. But you can't' get any figures from Third World 
countries because they don't have the mechanism set' Up to count 
and to do the adequate autopsies. 

Mr. Wolf. But based on the testimony of Dr. Catz, it hits every- 
one equally. You could almost extrapolate, couldn't you, and figure 
what the worldwide number is? 

pr. Valdes-Dapena. I don't know that any figures exist. 

Mr. Wolf. Well, could you do that, just for the committee to 
have that on the record? 

Dr. Catz. We could try, but it wouldn't be— I don't know that it 
would be representative. 

[The information follows:] 

Worldwide Incidence op SIDS 

n ,,mh^ 0 ^ S M 14 fa .y.? 08 ? v £ p l%£ e 0X1 ^rate figure for the total 
rlTSn$f??£ deaths worldwide. Reliable SIDS incidence data are not available 
from mcst of the countries of the world. The lack of data is not limited to just the 
so-called developing nations. 

JSStS^ ^.tatte request for a figure of the worldwide incidence of SIDS we 
^f 1 * 6 . ^fble data and developed estimated incidence rates ranging from 1.6 

ft A n V TT b f rths ;u Th , e x WS* ^ stimate of ««» U -S- ^cidenSs rate is b£ 
P?een 1.5 and 2.0. Using the United Nations estimate of 128.5 million worldwide 

iSr m ,r?o 8 nA n and J °H, 1 5^ den ce rate range of 1.5 to 2.5, we derive an estimate of 
between 193,000 and 321,000 worldwide SIDS deaths in 1985. We would suggest that 
the average of these estimate^257,000-is a reasonable, probably conservative, es- 
timate of the number of worldwide SIDS cases in 1985. 

Mr. Wolf. You would ha'-e to footnote it and explain that this 
was extrapolated, but if you could do that, I think that would be an 
interesting figure. I think maybe that would be one way to gener- 
ate a lot more support. 

The last question is so general that maybe you want to just 
answer for the record. Is there anything that we can do with 
XfnuM educational process to make people more aware of 
Jrr t thl 55 J M zhe ™ er 8 disease is a very good example of the 
u 0r I I?? VU^Z of - Two years ago I didn't even know anything 
about Alzheimer s disease. Now I'm working on an Alzheimer's re£ 
pite center in my district. I have met people who have Alzheimer's 
Patients i in their family. All of a sudden it's a very important issue 
Fartly because there was a movie on television about it with 
Joanne Woodward. 

Is there anything we can do from an educational pant— this 
he armg is a good beginning— to get people interested in it? 

Mrs Jane Garcia. I think there are a number of things we can 
do. I think education is the prime objective. I think making people 
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aware of the, feet that this can happen, to them and if it does* f| 
happen to them they're not alone. 4 ' . T|| 

The National SIDS Foundation is beginning a TV campaign in . 
English and in Spanish, to educate the public oh SIDS. The fbunda? * ^4 
tion has limited funds. And wq will be doing otHer, things along ^ 4M 
those lines. But I think as far as legislation is.concerned, I believe 
a commitment to provide^ more funds ianefcess^ur^: :<il , ^ *. U> M$ 

The National SIDS Foundation is committed t^ftmdraising 
measures in the future because we see the.;need for doing it!our^ V M 
selves. But we need to haV^partnership withthe Governmenta&d Jm 
with the private sector,^s ; well,- i +x $ * - ; * v > t ^ip 

Dr. Valdes-Dapena."!' should, like to make this one entry before. 
leaving the microphone. We aren't going to solye the' problem of ^M- 
crib death until we know why and how.it occurs. Indirect research ^ 
projects are indirect and they're not going to get at that critical S<& 
core, whereas directly related research— and we need more of It— JM 
can approach the critical question. J * 3§| 

Dr. Catz. If I may add something to that, the fact that the Insti- m J 
* te is very aware of that and provides within what we receive the fj 
maximum attention to the SIDS project. As a matter of fact, of all ' 4 
approved grants that come, "to the National, Institute of Child M 
Health and Human Development, 28 percent during the last year y 
have been funded. For specific SIDS research it was 60 percent, 2 
and actually we raised to pay— because it wasn't within the fund- 4 
ing range— the research project that Dr. Dapena mentioned, be- \ 
cause we realized the importance c f it. A 

On the other aspects of the high risk, the generally related, we t 
are funding at the level of 47 to 56 percent of the approved grants. ' 
So the Institute is very aware and wants to put emphasis and is I 
putting emphasis in that particular area. i 

Mr. Wolf. Thank you. 1 

Thank you, Mr. Chairman. *\ 

Mr. Garcia. Thank you. * ; *| 

I would like to thank the panel. 

For the next panel we have RIs. Carrie Sheehan from Seattle, 
WA, who is the wes^m regional director of the National SIDS 
Foundation, and Miss Gayla Reiter from Pacifica, CA, who is the 
legislative coordinator for the northern California chapter of the . y 
National SIDS Foundation, and Mr. Parker H. Petit, who is the 
founder and chairman of the board of Healthdyne, Inc., and the 
chairman of the board of the American Sudden Infant Death Syn- 
drome Institute. The regional representatives of the National SIDS 
Foundation will focus on block : rants and SIDS-related counseling 
services, and Mr. Petit will speak to us about the use of home 
infant health monitoring devices. *\ 

I would like to thank all of you for coming today. Your state- 
ments will all be entered into the record in their entirety. I would 
ask you to summarize. There is another panel after this and I ap- 
preciate very much your coming here today from as far away as * 
you have. 

Dr. Rowland. Mr. Chairman, while we are waiting, may I make 
a comment? 
Mr. Garcia. Certainly. 
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Dr. Rowland. I want to welcome Pete Petit? *rho I have known 
for a iong time, to this hearing. He also had a tragic experience, as 
he will relate to you, I am sure, regarding crib death. I have known 
that he has been involved in infant monitoring for k long tim^ anil 
entered into this' area because cf ths tragedy thkt fSb experienced 
in his family- . '** - * * A i 

Vm going to have to Jeave bfecause X have St 32 o'clock appoint- 
ment elsewhere, but I just wanted to thank ~him,^as well as the 
other membersjf for :bei^ here: ,° A h * ' \ * 

Mr; Gaecia. I thank' ydu for being^herS, and I kn<w*some of the 
other members will be joining us after ihis'yote is comfeleted.'The 
vote is completed but there was some business on the*floor that's 
still going on. 

However you may « proceed, < > 

STATEMENT OP GAYLA REITER, SIDS PARENT, AND LEGISLA- 
TIVE COORDINATOR FOR THE NORTHERN CALIFORNIA CHAP- 
TER, NATIONAL SIDS FOUNDATION 

Ms. Reiter. My name is Gayla Reiter and I have submitted a 
written statement. I am going to just summarize some of my re-- 
marks and try to direct them to some of the points that have al- 
ready been discussed*. 

This is my husband, Wilfred Scott. We are both very active in 
our union and have become active in the Northern California 
Sudden Infant Death Syndrome Foundation chapter since" the 
death of our baby about a year ago. Our baby girl, Layta, died the 
day after Thanksgiving—November 26, 1984— of sudden infant 
death sydrome. » 

We can tell you from personal experience that we've never had a 
more devastating event in our lives, but perhaps even more shock- 
ing was what ve found when we began to look into what was being 
done to find the causes and prevent this 'tragedy ' from touching 
otner people. We found that the Federal committment to fund re- 
search and support to families mandated by the 1974 SIDS Act, 
had been abandoned. 

I am very concerned both with what has happened in funding for 
SIDS research and also with what has happened since the block 
grant program went into effect, because both efforts have suffered 
tremendous adverse setbacks. Funding for SIDS programs has been 
disproportionately lowered in both areas. When all of the facts are 
on the record, each person here will realize that even though SIDS 
receives less than two-tenths of 1 percent of total funding from the 
Department of Maternal and Child Health, the SIDS programs 
have been slashed in « much greater proportion than other MCH 
programs. 

You have all heard the statistics which have so eloquently been 
quoted. SIDS kills more babies in the first year of life than all 
other causes combined. And yet w? devote so little money to find- 
ing its causes and so little support and attention to helping the 
families deal with this tragedy. 

I recently read the Senate hearings that Senator Cranston con- 
oS^fV 11 1978 » a* 80 the hearings in 1973 before passage of the 
SIDS Act. At that time there were significant problems in the 
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States. Many parents were still being arretted forkusptected child 
abuse when their babies die of SID3. it was due to a clamoring and 
an outcall that the , hearings were held and the 1974 SIDS Act was 
passed. , ^ <^ J /' ,~ ^ ^ »t/ " , i * i 

Now, what happened in f those hearings was that: Cdngrfess point- 
ed to the fact that the year, prior, vvhicbr would have^een 1978, 
only $603,000 had been, spent for- SUDS primary feseaf ph. They 
termed that outrageous. I think it is jadeed.,ironic that^look at 
today's funding levels and je&<that we'rei gbout at^Hat sametlevelf 
Ten years after passage q^llie, I974^acl,\we^ve jw^ssed % the 
point that we were originally when^wejelt the iieediwas po~great; 
thejFederal effort of dis^ouidy inadeqttote.-. ?' ? x ' 

When we talk abbirt SIDS jmmaiy research we're talfing.about 
a very wide subject. It is not narrow in scope, because SIDS primary 
research as denned by NIH covers the investigation of low birth- 
weight babies, pregnancy, fetal development, prematurity, jieohatal 
adaption, indices of risk for SIDS, studies of grief, family support- 
it's a fairly broad area. And yet, only $657,000 was devoted to it 
last year, less than $600,000 is budgeted this year. How can we reifr 
oncile that grossly inadequate amount of support? * 

I question the priorities of how the meager amount was allocat- , 
ed. I also question the maimer in which NIH is distributing the 
money. After several months of trying to obtain a breakdown^from 
NIH (without, success) of how the funds were allocated, what re- 
search protects were being funded, I finally "asked Congressman 
Miller to obtain that information. He got it withTn a week, whereas 
I had not been able to obtain it in months. They furnished him a 
statistical breakdown and it showed, for instance, in SIDS primary 
research, that Biodyne ; Inc. had received a grant of $497,000 for 
last year to develop a motion sensitive monitor. 

That constituted well over 50 percent of the total amount funded 
for primary research for the entire year. I think we have to ques-. 
tion where the priorities are. This is a highly controversial area. I 
am not going to address whether or not monitors are a worthwhile 
subject of funding, but certain questions arise about why such a 
large percentage of the funds are devoted to one project when so 
many others have gone unfunded. We need congressional oversight 
of this area. 

In addition to the problems regarding research, there is the very 
severe adverse impact of the block grant concept, on SIDS support 
services in the various States. Senator Cranston, in 1981, when he 
was asking for an extension of the SIDS Act stated in the Congres- 
sional Record that the primary progress we had made in SDDb re- 
search had come through the information-gathering systems that 
had been created through passage of the 1974 SIDS Act. Unfortu- 
nately, most of that progress has been halted because of the fact 
that many States hcve either substantially reduced or cut out their 
programs altogether. 

The May 1984 GAO report highlights some of those problems. I 
understand the Congressman is having that portion of the GAO 
report entered into the record. 

I can tell you about California and what has happened in Califor- 
nia directly Under block grant decisionmaking, California decided 
Mat SIDS was not a high priority, so they completely slashed all 
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funding to the SIDS, project which had previously been csttergoical- 
lyftin.ded by the Federal Government. Previously there had been a. 
SIDS project that was very professional. They ftuided writing and *" 
publishing of pamphlets in several languages; jthey .held seminars; u% 
they taught clashes for professionals such as -firemen, iamoulanee, 
and hospital personnel. They produced movies and they distributed 4 % 
these. Their services were extremely useftd^an^ yet their entire: ^ 
staff was dismantled. They were also responsible for gathering- in-* 
formation and statistics on SroS.t^es^througHout tKe State. They - 
go l^ger have any staff to perfoftn/auy o^these fun^ons.^The 
SIDS project had had fiv6 ftfll-time professionals, three tfqrica& 
and student aides who directed statewide SIDS* support services. 
All of that is gone now. - ' ' " 

If you look at Sta*e after StatS after State, this stojy isirepeated 
in numerous instances. New York halted funding for counseling 
. and research projects bfecause they felt other problem^ had Higher 
priority. Michigan eliminated all inservice training, as well as 
public information efforts. They didn't have enough money. Florida 
discontinued services for families because, they felt they had higher 
priorities and there weren't sufficient funds U> stretch for their 
meager budget. Colorado reduced their expenditures over 35 per- 
cent in 1 year becai^e they had other priorities. 

Iii Utah, they eliminated funding for social workers and nurses 
in the SIDS project, leaving only one person part time to cover the 
entire State. They also drastically reduced money for travel, publi- 
cations, seminars, and counseling. The story is similar in State 
after State. The needs are great, but little is being done to meet 
these needs. 

The heartrendering impact of SIDS is not being addressed in an 
organized or effective manner. We need congressional oversight on 
how the moneys that are being spent on research are being spent. 
We need oversight in how NIH is setting their research priorities. 
We need a concerted congressional investigation of the impact of 
the block grant program on information and counseling and educa- 
tional efforts in the State. 

I wish to thank all of the Congressmen for taking an interest in 
this very important subject. I especially want to thank George 
Miller for sponsoring House Joint Resolution 322 and for Congress- 
men Garcia, Miller, and Waxman for holding these hearings. 

[The statement of Gayla Reiter follows:] 
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TESTIMONY FOR HEARING 
ON H. J. RESOLUTION 322 



Subcommittee on Census and Population 
Select Committee on Children, Youth and Families 
Subcommittee on Health and the Environment 



Thursday, November 14, 1985 



Gayla Relter 
SIDS Parent, and Legislative Coordinator for the 
Northern California Chapter, National SIDS Foundation 



My naae is Gayla Relter. I am a SIDS parent and a currently the 
Legislative Coordinator for the Northern California xDS Foundation. Hy husband, 
Wilfred Scott, and I lost our baby to SIDS nearly a year ago ou 11/26/84. The 

loss of our baby to SIDS was the most devastating event In our lives having 

* far greater impact than the death of both of my parents, tragic deaths of 
close friends, serious personal injuries, health problems, etc. I was determined, 
however that Layla's death would not be in vain, ... making a commitment to do 
anything I could to prevent other parents froa experiencing a similar tragedy. 

When I began to investigate SIDS and what was being done to discover its 
causes as well as the programs that existed to collect Information, provide 
education, etc., I became quite concerned. It soon became clear that budget cuts 
had adversely icpacted on research as well as educational support and information 
gathering mandates of the 197A SIDS Act. 
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As you know, federal efforts in the area of SIDS began with the 1974 SIDS 
Act, Public Lav 93*270. This act established 3 basic programs related to SIDS. 
The first was a program of research (with annual reporting to Congress) specif- 
ically related to SIDS through the national Institute of Child Health and Human 
Development (N.I.C.H.D.) The second involved developing a program to educate the 
public and supply materials related to SIDS to health care professionals, law 
enforcement personnel, and the general public. The third was authorization for 
the government to make grants and enter into contracts for the collection of 
data nnd information related to the causes of SIDS as well as providing for 
counsel ing/informat ion services to families of SIDS victims. In passing this 
legislation. Congress went on record as deploring the lack of information, 
research oi services devoted to SIDS. 

SIDS kills between 6,500 and 10,000 babies each year (roughly 30 babies 
die each day with more babies dying annually from SIDS than from birth defects, 
cerebial palsy, cancer, heart disease — virtually all other causes combined). 
Despite these alarming statistics, we are spending less on primary research fc* 
SIDS than at any time since passage of the 1974 SIDS Act. One of the facts 
that was pointed to in dismay during hearings on the original SIDS Act was 
"minimal federal involvement in research." Several Congressmen decried the fact 
that the government had onl7 sper,t $603,575.00 on SIDS primary research the 
prior year (i.e. 1973 - the year prior to passage of the act). It is indeed 
ironic that last year's funding for SIDS primary research was only $657,000.00. 




SIDS primary research encompasses a wide t^age of topics incl'-ding research 
in low birth weight babies, Indices of risk for SID.\ pregnancy, fetal 
development > prematurity, neonatAl adaptation as well as studies to help 
families deal with SIDS. 

Senator Alan Cranston, when introducing Senate Bill 560 to extend the 
authorization for SIDS in February 1981, noted that we had made progress since 
1974, but indicated that the $5,380,000.00 budgeted for prinary research that 
year was clearly inadequate. He would undoubtedly be alanaed at current 
funding levels — amounts budgeted have plume ted. For example funding for SIDS 
primary research was $2,763,000.00 in 1982, $1,780,000.00 in 1983 and a acre 
$657,000.00 in 1984. When one analyzes the data furnished by N.I.H. of its SIDS 
related grants, it appears the majority of all monies expended for SIDS specific 
research went to Biodyne Inc. for development of a motion sensitive apnea monitor. 
The issue of monitors is a highly controversisl are* and without addressing those 
issues, it would appetr questionable to expend such a large portion of the total 
budget on a single research project. Certainly, it appenrs there is strong need 
for Congressional oversight both on the total amounts expended for research as 
well as the manner of disbursements and cri eria used by N.I.H. We need planning 
and coordination of research projects to gain the maximum from moniea expended. 

In addition to cuts in funding for research, there have been serious declines 
in allocations for counseling, education, collection of data, autopsies, funding 
of SIDS Projects, etc. Senator Cranston indicated in the 2/24/61 Congressional 
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much of the progress made in SIDS research in recewt years has resulted 
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frro the increased SIDS death information and data arising froa the information 
and counseling prograas." Yet, one* categorical funding for SIDS stopped and 
the block grant concept was substituted, ouch of the collection of data, 
educational and other locally based programs were either significantly cut 
back or terminated. Several counties (including the one we are in right now) 
felt aonies previously spent on SIDS could be better upent elsewhere — they 
elimina ~d their SIDS prograa. Though federal aonies were given, albeit in 
diminished amounts, to each state which had a SIDS project as of 1981, no aonies 
were allocated nor provisions made to expand SIDS prograas in areas which had 
none operational by 1981. At least 14 states had no SIDS projects in 1981. 

At a recent conference in Albuquerque, Gerry Korris (Director of SIDS 
Prograa for the Department of Maternai and Child Health) described the 
frustration in her office's inability to track what had happenea with SIDS 
prograas in each state since block grants were effectuated. Many area suffer 
generalized shortage of staff in their health programs. Hence positions formerly 
devoted to SIDS projects full time have often been eliainated with SIDS re- 
sponsibilities being added to the already extensive duties of :he remaining staff. 
The overall impact is frequently little or no time or planning devoted to SIDS 
issues. 

Most of the information which documents the adverse impact of the block 
grants is anecdotal , but it appears to constitute b distinct pattern of declining 
service throughout the United States. For example, Carol Farina, the recently 
retired Director of the SIDS project m California* described how he- prograa 
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nad been devastated by the switch to the block grant concept. Prior to block 
grants, her staff consisted of 5 full tima professionals, one to two full 
time clericals plus several student aides. They had done a quarterly newsletter, 
wrote, published and distributed paaphlets in several languages, conducted 
numerous seminars as well as collected data on SIDS deaths. »11 of these 
services have been halted due to their staffing cuts. Once federal reporting 
requirements tied to maintenance of categorical funding cease, there is no 
guarantee that states will contirje any of their former SIDS related services. 
In fact many states pass responsibilities for making the cuts onto counties, 
hence there is frequently not even statewide coordination of data/services. 

Money for the various ancillary services has aleo been sharply curtailed. 
A SIDS parent on our Board who works for Alameda County reported that a mere 
$13.00 is allocated in his county F *r SIDS death. With this the county is to 
perform autopsies, provide counseling to SIDS parents, furnish pamphlets and 
collect information (like completing questionnaires concerning the child's 
health, the mother's pregnancy, etc.) Obviously it it an impossible task given 
the funds allocated. 

Sev *£l of the participants in the Albuquerque conference described 
similar problems in their own states. Frances Frost, the Director of the 
SIDS program in Utah described how block grant funding had forced the reaoval 
of the social workers and nurse from their SIDS project leaving only 1 pro- 
fessional to administer the program. But staffing cuts were only tho tip of 
the iceberg: travel money was drastically cut as were funds for counseling 
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and educational services such as paaphlets, training* seminars, etc. Their 
small budget was further diminished by the requirement that they transfer to 
the Medical Department, $125.00 per SIDS death whenever a coronet performs 
an autopsy. Regional Directors for tae SIDS Foundation from the Eastern and 
Central United States described similar scenarios m their states. Staffs 
and monies to administer SIDS programs have universally been cutback, or in 
several instances, eliminated altogether. 

Specific authorization for SIDS funding ended in 1984 — the Senate has 
retained report language which says the SIDS Clearinghouse is useful, .but its 
future rests with the whim of a large bureaucracy. The heart rending problems 
associated with a SIDS death are not beinf addressed in an organized nor 
effective manner. We desperately need renewed Cotgressir ial intervention and 
action — I urge you to consider holding additional hearings to take a hard 
look at the amount of funding for SIDS research as veil as the type of researcn 
being funded. Addi ionally, I ask that you review and closely study the 
state of SIDS programs in each state — how has the block grant concept impacted 
upon service delivery? What needs exist in information gathering, educational 
outreach, parent support and counseling, training, estaMishment of and/or use 
of uniform autopsy protocols, writing, publishing of and distribution of SIDS 
materials, data collection, e^z.t 

I thank each of you for the time and concern you have demonstrated for 
this very important issue. I would especially like to thank Congressman Miller 
for the considerable energy he and his staff expended in sponsoring and getting 
passed House Joint Resolution 322. 
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Mr. Garcia. Ms. Sheehan. 

STATEMENT OF CARRIE SHEEHAN, WESTERN REGIONAL 
DIRECTOR, NATIONAL SIDS FOUNDATION 

Ms. Sheehan. Mr. Chairman, my name is Carrie Sheehan and I 
am the regional director of Western States for the National SIDS 
Foundation. I manage the activities of 25 chapters, some of them 
"kitchen table" operations, and others, sophisticated computerized 
models. Services range from parent support to community educa- 
tion, research and fundraising, to Government relations. I am 
happy to have this opportunity to express from my perspective 
some of the concerns regarding the impact of the public sector on 
our program. 

It was parental concern that initiated the SIDS movenunt for re- 
search and support of victiros, and these activities by parents and 
families does continue. 

As Dr. Catz stetod the direct grants to States and programs 
under jthe SIDS Act ended in fiscal year 1982. The legislation that 
followed included but did not mandate State MCSI block grant 
funding of SIDS projects or activities. Given that freedom to alter 
their investment among MCH programs under the block, grant, 
many States did not make substantial changes in their budgets and 
priorities. 

This past summer I had the privilege of working with Geraldine 
Norris, the Director of the Federal SIDS Program, and others, to 
produce a new Federal SIDS publication. It also focused on the 
tragic theme of SIDS impact on the .entire community. It points out 
the toll of blame and guilt anil the complexity of responses of the 
various groups which it affects. It is these very same groups which 
now are beginning to feel the Shockwaves of cutbacks. 

Many public health services are being eroded, \v wakened, or 
denied. Let me give you a laundry list of some Of thfem. 

For example, Hawaii. Initially, $50,000 was budgeted for the five 
islands, more recently $20,000. This past September the State listed 
SIDS as "low priority" antTall funding was dropped. Unfortunate- 
ly, at this time the Hawaii National SIDS Foundation chapter is 
not a strong one. Paradoxically, Hawaii's Division of Maternal and 
Child Health named the extension of mental health support as a 
top priority for this year. 

MONTANA 

The State receives no funding from MCH sources, has no State 
SIDS program, and only a chapter in Billiugfc to serve the entire. 
State. The State has no allowance for autopsies, which as you know 
is the only way to identify a SIDS case accurately, and as recently 
as October a couple whose child died of SIDS was initially charged 
with murder and exonerated only after a full investigation. 

In my own State of Washington, a catch 22 exists, where Chil- 
drens Orthopedic Hospital, the site of the project, is the block grant 
recipient. Hospital personnel needs supercede the project needs, 
causing a continual reorganization because of lack of continuity. In 
1984 there were 181 SIDS deaths in this State. In another western 
State without a chapter, tha Division of Maternal and Child Health 
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has denied a minimal $2,000 each to the seven health districts, 
with the statement that "the districts will be doing it anyway " 
There is no legislation in Idaho for SIDS autopsies. 

In your State of New York, the SIDS program, with three centers 
in the State, operated a cost-effective program with an inadequate 
$218,275 block grant that needed to be supplemented by a State 
Health Department fund of $120,000. Because that State money 
had been awarded them, their block grant for fiscal year 1986 has 
been cut by $10,000. This means they will probably lose the service 
of one part-time nurse who provides the ongoing education of 
EMTs, funeral directors, and clergy. 

In Texas, the State, with community projects only in the urban 
centers of Houston and Dallas, receives $20,000 and $50,000 respec- 
tively, $70,000 for the whole State. While there is State money for 
autopsies, a justice of the peace may request an autopsy but is 
under no obligation to do so. The health department provides infor- 
mation to the public and professionals as requested. According to 
department statistics, in 1984 only 78 percent of reported SIDS . 
deaths were autopsied. Based on the 2,0 SIDS per thousand live 
births, Texas would have an extimated 598 SITS, but only 351 were 
reported. In a recent court case, the pathologist for the State stated 
that 95 percent of SIDS are really child abuse. ' ** 

Finally, if the restoration of categorical funding is not possible, 
at least I would hope for a federally mandated MCH block jgrant 
funding of State SIDS programs. Because of the confiden«nlity leg- 
islation in these States, doors remain closed to programs in the vol- 
untary sector. And if there is no State program, families are often- 
times left without any adequate assistance. Furthermore, without a 
comprehensive Federal program, there can be no uniform reporting 
of statistics. * - 

At the turn of the .century in America it was not uncommon in 
many families to experience infant death. In spite of what we have 
heard today cbout SIDS, we reaJly do not expect it. And yet, in our 
country in 1985, the suddsn death of an infant becomes a fact, a 
reality for a family, once every hour. 

The poet Robert Frost, who suffered the death of his infant, 
wrote in the poem "Home Burial: 'The nearest friends can go with 
anyone to death comes so far short, they might as well not try at 
all/ ,; That was true for me 30 years ago when my daughter Molly 
died. Such reality need not be quite as true today when those vic- 
tims of SIDS are given scientific facts, compassionate support of 
other parents, and hope derived from current research. With count- 
less others, we will block the road for any who might return to the 
past. 

[The statement of Carrie Sheehan follows; also included is a 
letter in response to subcommittee questions:] 
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TESTIMONY FOR HEAR INC 
ON H.J. RESOLUTION 322 

Subcommittee on Census and Population 
Select Committee on Children* Youth and Families 
Subcommittee on Kealth and the Environment 

Thursday, November 14, 1985 



Western Regional Director, National SIDS Foundation 



My name is Carrie Sheehan and I an the Regional Dirsctor of the 
nineteen western states for the National Sudden Infant Death Syndrome 
Foundation. I mtaage the activities of twenty fivt chapters, jc=c cf 
then 'kitchen table* operations and others, sophisticated computerized 
models. Services range from parent support to community education, - 
research and fundraising to government relations. I an happy to have 
this opportunity to express, from oy perspective, some of the needs 
and concerns regarding the impact' of the public sector on our program*.. 

It was parental cf icern that initiated the SIDS movement for research 
and support of victims, and these activities by parents and families 
continues. However, recently at thu National Conference on Volunteerism 



Carrie Sheehan 



in Srnttlc, the kcynoto ..sprnkrr ,.ijd that dospitc the impr. 



essJve increase 



ERIC 




82 



in volunteerism there is no vay volunteers alone can make up for the 
sharp reduction in government programs in the past few years. 

Prior to 1975, the Government's involvement in SIDS was limited 
primarily to research. However, the SIDS Act of 1974, required the 
United States Department of Health and Huran Services to develop 
public information and professional educational rriaterials relating to 
SIDS and to disseminate them to persons providing health care, public 
safety officials and the general public. These direct grants to states 
and programs under the SIDS Act ended in 1982. The legislation that 
followed included but did not mandate state MCH Block Grant funding of 
SIDS projects or activities. Given that freedom to alter their in- 
vestments a^ong MCH programs under the Block Grant, many states did not 
make substantial changes in their budgets and priorities. 

Regretfully these cuts came the year after the National Institute 
of Child Health and Human Development report declared, "No systdaatic 
studies have yet been undertaken concerning tha impact of social, 
cultural, and sexual factors on the grieving process or on coping with 
the loss of a family member who dies suddenly and unexpectedly from no 
apparent cause. Cross-cultural studies might suggest ways of making SIDS 
a less lonely and traumatic experience through more supportive community 
attitudes and interventions." 

This past summer I had the privilege of working with Geraldine Norris, 
the Director of the Federal SIDS Program and others to produce a new 
federal SIDS publication. It also is focused on the tragir theme of SIDS 
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inpact cn the entire community. It points out the toll of blame and guilt 
and the complexity f responses of the various groups which it affects. 
It Is these very same groups which now are beginning to feel the shock 
waves of cutbacks. Many public health services are being eroded- 
weakened or denied. For example: Hawaii Initially $50,000 was 

budgeted for *hc five islands, more recently, $20,000. This past 
September 30th, the state listed SIDS as "low priority" and all funding 
was dropped. Unfortunately, bL this time, the Hawaii National SIDS 
Foundation Chapter is not a strong one. Paradoxically, Hawaii's Division 
of Maternal and Child Health named the ex ten, of mental health support 
as a top priority for this year. 

Montana — The state receives no funding from MCH sources, has no state 
SIDS Program and only a chapter in Billings to serve the entire state. 
The state has no allowance for autopsies (the only way to identify a SIDS 
case accurately) and as recently as October, a couple whose child died of 
SIDS, was initially charged with murder and exonerated only after a full 
investigation. 

Washington State / catch 22 exists where Childrens Orthopedic Hospital, 

the site of the Project, is the Block Grant recipient and hospital personnel 
needs supercede the Project needs, causing a continual reorganization 
because of lack of continuity. Yet in 1984, there were 181 SIDS deaths in 
tblr itate. In another western state without a chapter, the Division of 
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Maternal and Child Health has denied a minimal $2,000 each to the seven 
health districts with the statement that "ths districts will be doing It 
anyway." There Is no legislation In this state for SIDS autopsies. 

New Yor k The SIDS Program with three centers in the state operated a 

cost effective program with an Inadequate $218,275 Block Grant supplemented 
by State Health Department funds of $120,000. Because that state money 
had been awarded them their Block Grant for FY 1986 has been cut by $10,000. 
They will probably lose the services of one part time nurse who provides the 
ongoing re-education of EMTs, funeral directors and clergy. SIDS claimed 
the lives of 324 Infants In New York State In 1984. 

Texas — The state, with coracunity projects only In Houston and Dallas, 
receives only $20,000 and $50,000 respectively. While there Is state 
money for autopsies, a Justice of the Peace may request an autopsy but la 
under no obligation to do so. The Health Department provides information 
to the public and professionals "as requested". According to Department 
statistics in 1984 only 78% of reported SIDS deaths were autopsied. Based 
on the 2.0 SIDS per 1,000 live births, Texas would have an estimated 598 
SIDS but only 351 were reported. In a recent court case, the pathologist 
for the state, stated that 95Z of SIDS arc child abuse. 

Finally, if the restoration of categorical funding is not possible, 
at least, I would hope for federally mandated MCH Block Grant funding of 
state SIDS programs. Because of confidentiality legislation in many states, 
doors do remain closed to programs in the voluntary sector and if there is 
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no state program, families are oftentimes left without any adequate 
assistance. Furtherooie, without a federal program there can be no 
uniform reporting of statistics. 

At the turn of the century in Anerica it was not uncommon in many 
families to experience infant death. Today, ve do not expect it. And 
yet in our country in 1985, the sudden death of an infant becomes a fact — 
a reality for a family, once every hour. 

Ths poet Robert Frosc, who suffered the death of his infant wrote in 
the poem, Hoa. Burial 

"The nearest friends can go 
With anyone to death, comes so far short 
They might an well not try at all." 
Such is not true now for those victims of SIDS who have been given 
scientific facts, compassionate support of other parents and hope derived 
from current research. Ve have come a long way since my daughter, Molly, 
died 30 years ago. With countless others we will block the road for any 
who might wish to return to the past. 
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CARRIE SHEEHAN 



WESTERN REGIONAL DIRECTOR 
NATIONAL SIDS FOUNDATION 
915 I6TH EAST. SEATTLE, WA 981 12 
(206) 329-7922 



December 9. 1985 



The Honorable Robert Garcia 



U.S. House of Representatives 
Room 219 Cannon House Office Bldg. 
Washington, D*C. 20515 

M Chairman: 

The following remarks are in response to the Committee quest- 
ioning me regarding Education ab^ut SIDS as it exists in various 



Without a state Program large geographical states with sparse 
populations such as those of Montana, Wyoming and Idaho, literally 
have no education for public health departments. This year 
Idaho did hold a teleconference for several hours regarding an 
update about SIDS research. Because no State monies were available 
for my participation, the Foundation assumed th* expense. 

In a recent conversation with the Coordinator of t.*-» State Pro- 
gram m Oklahoma, he cited especially the inadequacy of * he pro- 
gram m its ability to deal with marital counseling. Education 
and marital counseling in the private sector costs $50 an hour 
so is unavailable to many for whom the Project would recommend 



The New Mexico Project was just notified that their budget would 

be trimmed by $10,000 dollars reducing it to $53,000 which includes 

education travel throughout the whole state. The SIDS telephone 

line avialable formerly, for all in the state is to be discontinued. 



Th3 State of Washington also, cut back its 24hour phone service 
to SIDS families, during 1985, in an effort to 'livO with their 
budget cuts. 

The last major education effort for the widespread health districts 
in Alaska regarding SIDS information was a 1980 teleconference. 

Prom the instructor of nursing education in San Antonio comes 
the information that the State Health Departmenfonly pays lip 
service" to educating parents that autopsies are important and 
monies are available. The population of the city's metropolitan 
health district has little formal SIDS management service. The 
unwritten belief is that H SIDS parents are parents who don't 
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know how to take care of infants." 

The Florida Project, once an outstandingone, now only has 
resources to gather statistics. This coming wc^k the Coordi- 
nator of the Louisiana Project will meet with me and the 
Washington state Chapter to learn of their educational program 
as the Project located in New Orleans is so minimal it is only 
a "central register" for SIDS deths in the state. 

In conclusion, I would point out that my earlier testimony 
indicated the probable loss of the service of a part-time 
nurse to educate the EMTs, funeral directors, and clergy of 
New York State, the total lack of any educational program in 
Montana and the termination of the Hawaii Program with the 
consequent loss of *»ny educational outreach. 

While I realize thisinf ormation is anecdotal and subjective, 
it is the lack of a comprhensive Federal Program which 
prevents the gathering of any statistics. 

For myself and those families which I represent, you have 
my deep appreciation of your concern about the issues which 
affect SIDS management and ultimately those victims of the 
tragedy. 



6-- 



Carrie Sheehan 
12/9/85 
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Mr. Garcia. Mr. Petit. 

STATEMENT OF PARKER H. PETIT, CHAIRMAN OF THE BC4RD, 
CHIEF EXECUTIVE OFFICER, AND FOUNDER OF HEALTHDYNE, 
INC. , . 

Mr. Petit. Thank you. I am Pete Petit and I have been directly 
involved with sudden infant death syndrome since 1970 when I lost 
my second son from a crib death. As a result- 1 founded, Healthdyne 
to develop equipment that physicians felt would-be beneficial in 
preventing crib death. More recently I have .become chairman of 
the American Sudden Infart Death Syndrome -Institute, a honprof-- 
"national organization committed to mcreamhgour understanding 
of SIDS and finding a means for its prevention, f believe that be- 
cause of my long-term involvement with this^^gic problem^have 
gamed a broad perspective' on , SIDS and '^support systems used, 
for the management of an at-risk'infant. ". ' «?* 

During the 1960's it was commonly held that the infant that died 
of SIDS was perfectly normal. However, since 1972, because of in- 
creased research funding through NICHD, and the support' of the 
scientific community, we now know that SIDS infants have a 
chronic abnormality with subtle manifestations that are detectable 
witbjn the first few days of life. It is also now beginning to appear 
that this abnormality probably has its onset during.pregnaacy. 

As a direct consequence of improved understanding of. SIDS and 
technological advances, there has been a rapid growth of clinical 
ettorts aimed at preventing SEDS and decreasing morbidity. A very 
critical element m providing this base has been the development of 
home momtoring programs. It has been estimated that there is at 
least $150 million being spent annually, which includes diagnostic 
studies, physicians fees, hospital reimbursement, as well as the 
services and equipment that are related to the home monitorine 
programs. 

As I stated, home monitoring programs have become a critical 
component m the clinical efforts directed at preventing SIDS. 
iherefore, it is extremely important to examine the effectiveness of 
these home monitoring programs. 

Within the last month, an international conference was held, 
and it was attended by key clinicians from around the world. The 
^ fe ^nce was organized by the American SIDS Institute, Dr. 
Alfred Stemschneider, and Dr. Andre Kahn from Belgium. The 
purpose of the meeting was to examine all available data as they 
relate to the clinical issues ol' SIDS. 

In general, there was full agreement that there are groupi of in- 
fante who are truly at higher risk to die of SIDS. Furthermore, 
date was presented from Australia, France, and the United States 
which indicate that sophisticated home monitoring programs, when 
employed with selected high risk infants, are associated with a de- 
crease in the incidence of SIDS. However, this conclusion was tem- 
pered by the full recognition that these data were obtained employ- 
ing far from idea research methodology. 

It also became clear at this meeting that infants were dying 
while being provided home health care. However it appeared that 
most of these deaths were associated with a lack of utilization of 
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the home monitoring device, even when the device was available in 
the home. Because of the weaknesses of some of the available data, 
this clinical group also felt the. need for more scientific evaluation 
of home monitoring programs, the need for assessing means for im- 
proving* home monitoring programs, and for research, to improve 
the clinical techniques for identifying infants at risk, for SIDS, In 
other words, more applied or clinical research is. definitely needed. 

Today the needs ausoci&ted with inducing jSIDS and;managing at- 
risk infants are numerous. However, there are two needs that Meel 
are paramount First, while the Government was generous during 
the late 1970's with research, dollars for this problemVl.fed thfet 
the funding was curtailed somewhat. early aha private and indus- 
try sources have not bridged the gap. : « ' " * *• - ^ 

Second, there is a danger to the support group that has devel- 
oped vince 1978 that supports the SIDS-prorie infant. Many infants 
receive monitoring as a result of State-funded Medicaid praams. . 
Through the federally funded block grant programs, these funds 
are supposed to flow with some degree of uniform cUnicai care and 
reimbursement criteria to patients in each State." tie present 
time, there are major disparities in the State infant moniforiny re- 
imbursement programs. *' s 

While I cannot overemphasize the ne£d for additional Govern- 
ment funds for SIDS research, I must, emphasize that T certainly 
realize the private sector's obligations to pick up where Govern- 
ment funding falls short. I can assure yon that I am ^personally 
working toward attempting to unite various charitable SIM orga- 
nizations nationally so that, fundraising can.be accomplished in a 
systematic and focused manner, as "is done for other charitable or- 
ganizations such as cystic fibrosis and muscular dystrophy. 

However, I cannot report that we have completed that task, and 
even when united, the needs for; SIDS rese&rcp will outpace chari- 
table sources for some time in the future. I strongly recommend 
that the Federal Government commit at least $2 million annually 
to support research efforts. This is less than 2 percent of the total 
annual cost for managing the at-risk infants to the health care 
system today. 

The international conference made it clear that there are, in 
fact, infants who are at high risk to die of SIDS. It is also clear 
that the only available approach to prevention that has eoifcs sup- 
port at this time is the use of home monitoring programs! Unfortu- 
nately, it is difficult in the current health care climate to provide 
these programs and this kind of care to all infants in need, regard- 
less of socioeconomic levels. However, I can say that a great deal of 
progress has been made through Federal and industry efforts in 
controlling the spiraling costs of health care and in moving health 
care toward the lower cost providers. 

Of course, one of these low cost providers is home health care, 
and it is vital that the home health care remain an alternative to 
hospital care. But, the problem is that many home care dealers are 
currently finding it unprofitable to support home monitoring pro- 
grams due to the difficulty in obtaining fair and equitable reim- 
bursement for their Medicaid patients. If the reimbursement prob- 
lems related to home monitoring are not stabilized, then the alter- 
natives for these infants is hospitalization at ce*ts of 30 to 30 times 
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higher on a monthly basis. Therefore, I certainly think the home 
monitoring program problems that are beginning to develop be- 
cause of the lack of adequate reimbursement standards from State 
to State is worthy.of congressional examination. 

Mr. Chairman,. I want to thank you for the invitation and I 
sp^k, I am sure, for the rest of the^paneL It has been a pleasure 
and I hope it has been informative* " 

[The following background information was furnished for the 
record:] 

Parke* H. Petit, Chairman, Chief Executive Offices, Hkalthdynk, Inc. 

Parker H^Petit* a native of Atlanta, Georgia, is Chairman of >the Bo^td and Chief 
Executive Officer of Haalthdyne, Inc., an international diversified medical products 
and health care services company. . "] 

After losing hs second son to Sudden Infant Death Syndrome (crib death) ui J970, 
Petit resigned his position as^ah Engineering ProTect Manager for the Lockheed* 
Georgia Company of Marietta, Georgia and founded Healthdyne, Inc., where he de- 
veloped the world s first home physiological monitoring device, now used worldwide 
in the management of infants at risk for SIDS. : ^ t [ * , 

Since that time, Hklthdyne has .become a $184 million interhaiioaal corporation 
with a diverse product line that ranges from critical care equipment for hospital use 
to a mil complement of therapies for home health care. Healthdyne's stocL is traded 
on the national over-the-counter market under the symbol HDYN. * 

Petit was born on August 4/ 1989. He earned a Bachelor's degreVin Mechanical 
Engineering, and a Master of Science in Engineering Mechanics from the Georgia 
Institute of Technology and an MBA in Finance from Georgia State University. He 
served with an aviation unit of the United States Army, attaining the rank of first 
lieutenant. / A ~ %u . - 

He is the author of a number of papers, including "Industry Perspective—Apnea 
Monitors fpr Home Use," presented in 1983, and a textbook, "Primer on Composite 
Materials, published by Technomic Publishing Company>in 1S69. 

He was the recipient in 1981 of the Humanitati A Le Plaisir iyAttribuer, a hu- 
niamtoian award presented by La Societe Prancaise of Gharieeton l .S.C. - 

Petit is Chairman of the Board of the American Sudden Infant Death Syndrome 
Institute and a member of the Board of Directors of the Georgia Cystic Fibrosis 
Foundation. He is a member of the, board of directors of Hybridoma Sciences, a bio- 
technology company; Atlantic Southeast Airlines, a regional airline: and The Ad- 
vanced Technology Development Fund, a Centura capital fund. 

He is a member of the Cobb County Chamber of Commerce and the Health Indus- 
try Manufacturers Association. A licensee commercial pilot* he enjoys flying as well 
as oil painting, skiing, golf and tennis. He : s the father of two teenage children. 

Mr. Garcia. Thank you very much* 

I would just like to say to all of you how deeply appreciative we 
are for your coming today. We all share something in common. I 
am *orry that we don't have time for questions, but we will be sub- 
mitting some questions to you and would appreciate your respond- 
ing to them and getting those answers back to us as soon as possi- 
ble. 

Again on behalf of the committee, we thank you very much for 
being with us. 
Ms. Retter. Thank vou, Mr. Chairman. 

Mr. Garcia, The third panel consists of parents who have suf- 
fered losses of their children to SIDS and have come forward boldly 
to share with us the personal impact of SIDS. The panelists are 
Jennifer and Ken Wilkinson from Great Falls, VA, and Sherry and 
Ronn Waller from Dallas, TX. Would you be kind enough to come 
up. 

You have been waiting for quite some time. Have you worked 
out an arrangement as to which couple will go first? 

RIC r ' 
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Mrs. Wilkinson. Yes, I will go first. 
Mr. Garcia. Fine. 

STATEMENT OP JENNIFER AND KEN WILKINSON, SIDS PARENTS, 

GREAT FALLS, VA 

Mrs. Wilkinson. I am Jennifer Wilkinson and this is my hus- 
band, Ken. We lost our third child last December. 

The story of our daughter, Larkin Adelle Wilkinson, is similar to 
that of over 7,000 children in this country each year. It is the story 
of the short life and sudden death of a person denied the possibility 
of a future. It is the story of pain, struggle— ^and in our case, sur- 
vival—of individuals, a marriage, and a family. In all cases, it is a 
story which ends withquestions: Why did our baby die? Could it 
have been prevented? What is this insidious killer called SIDS? 

At birth, Larkin was pronoiuiced healthy and normal by her doc- 
tors, and subsequently at home we made our own private pro- 
nouncements on her utter perfection— she was beautifiil, good na- 
tural, and ours. She seemed to develop normally, growing stronger 
and more alert with each passing week. She learned* to hold her 
head up and turn over on schedule and by Christmas she had 
reached that delightful age of SV2 months, when alertness turns 
into real curiosity and smiles often becc^ae those memorable first 
laughs. 

The day after Christmas I found Lai kin dead in her bassinet No 
words can adequately describe the shock, horror, and pain of a 
parent at such a moment. To hold the cold stiff body of your infant 
offspring is to see in one unexpected blow your own future chapter 
deleted. To lose a baby whose sole source of nourishment had come 
from your own body, as in my case, is something akin to amputa- 
tion. 

The longer term repercussions from such an event are endless. In 
our case, we had to deal with our two older children's reactions. 
Our 6-year-old, who had Just entered the first grade with enthusi- 
asm and excitement, suddenly slumped into apathy and depression. 
Our younger girl had recurring nightmares and endless fears. "Can 
I get SIDS? Am I old enough to die? How many birthdays do I harz 
left?" 

The strain on our marriage was intense. While each of us was 
craving the support and comfort of the other, the effort of merely 
maintaining one's own equilibrium precluded the ability to give 
and to support, and the anger that always accompanies such a 
tragedy was a constant source of friction. 

We had to deal with the reactions of others as well. We have dis- 
covered that there are those who are made uncomfortable by our 
pain and look to us for help in social situations. We continuq 3 to 
face the casual "how's the baby from those who somehow did hot 
hear the news at the time. 

But the hardest single aspect of the experience has been learning 
to live with the hole left in each of our hearts by Larkin's absence. 
To think that this story repeats itself on the average of 7,000 times 
each year in this country, 1 baby every hour. I shudder to think 
that at this very moment some mother somewhere may be discov- 
ering the lifeless body of her beloved infant. It heightens my sense 
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of urgency to know first hand what further pain and struggle that 
mother and her fernily have ahead of them. 
_ Why» then, hasn't SIDS become a burning issue in this country? 
Why has research been progressing at ttich a terribl^slow pace? 
Why is so little money going into a cause so worthwhile? 

I think there are several explanations. One reason is that the 
general public remains ignorant about SIDS. Other than those who 
have had the misfortune of a first- or second-hfod experience, very 
few people know the striking facts— that it Ts\the No. 1 killer of 
infants in the first yea ; of life; that there is no detecting it; that it 
continues to happen with the same cruel regularity day after day, 
month after month, year after year. 

^ figures are even more shocking when examined next to 
those of the causes which have, for one reason or another, come 
under closer public scrutiny. Muscular dystrophy, for example, 
thanks to Jerry Lewis monumental effbrtb, receives millions of dol- 
lars each year from public and private sources. Everyone is famil- 
iar with Jerry's Kids," the TV specials, the donation boxes in, gro- 
cery stores. • 

Muscular dystrophy kills one-tenth the number of people per 
year that SIDS does. * ^ 

AIDS is the most publicized disease just now, and also receives 
m W financial support. As of August of this year, AIDS had not 
yet killed as manypeople total as SIDS does every single year. 

Why, then is SIDS so* overlooked? Do we value the lives of our 
babies so much less than those of others? Would the public concern 
be aroused if such an ailment struck our country's 5-year-olds or 
10-year-olds or 20-year-olds? Surely we realize that to lose 7,000 
fresh young minds per year is to seriously deprive the country of 
one of its greatest natural resources. 

b Why did Larkin die? Could it have been prevented? What is this 
insidious killer called SIDS? Let us hope that through further 
public awareness and research some of these questions will be an- 
s^ered. For the love of Larkin and ail the other babies, I pray it 
win De so. 

[The following response to written questions was received for the 
record:] 

To Jennifer Wilkinson 
o !? re you aware of SIDS before Larkin died? 

. 2 : ™Y sho ™ the Federal Government take on the responsibility and the finan- 
cial burden of finding tho cause and prevention of SIDS? 

f >fe Jf rki * I had beard of "crib death" and had probably heard the 
IfoTt^A^ir^ 1 what *t 6tood ^. I had never known anyone who 
tt ,iwnc ^ ^ n . c idea how common it was. Since learning more 

about SIDb myself, I have become increasingly aware of the general pubhc*slack of 
knowledge. Even many educated and well read people often believe there is a con- 
nection to one thing or anther—breastfeeding versus bottle feeding, overbundline, 
sleeping alone versus sleeping with a parent . .\ Indeed it is human nature tore- 
quire some form of logical explanation for such an outrageour occurrence rather 
than accepting the awful fact that virtually nothing is known about the cause 

smte of the fact that SIDS is the number one killer of infants in the first 
year oflife, there is very little research being done either with public or private 

«f„^ e ^Q a m G basically C or ^ *** of a***™- The first is that 

%l^* y ° f -n 108 necessa ? 1 y mvolvea that- of pathology rather than medicine since 
fhere is no illness proceeding the death. This automatically offers more of a chal- 
lenge to researchers than when patients with symptoms are available for study thus 
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limitii g the number of scientists interested in undertaking such a project The 
fewer the number of requests for money, Jthe fewer offers there will be. The second 
reason for the painfully slow progress with SIDS research is the lack of public 
awareness. The general public does not know enough about it to consider it a threat 
to them, when in fact, one baby in 500 is fairly high and all expectant mothers are 
at risk. Further public awareness would trigger more interest and thus mora re- 
search. 

If the federal government were, to become involved, a national effort to break 
through the SIDS mystery could be launched. Through the Center for Disease Con- 
tro J , a uniform system of reporting autopsies and a specific national set of require- 
ments imposed on the individual states medical examiners offices could lead to more 
accurate informat*cn on a broader scale than presently available. Surveys on larger 
numbers of SIDS victims would then be possible. 

The federal government is the only body which has the financial resources to un- 
derwrite a program on this scale. Such funding could be done on an indirect basis as 
is the case with the Orphan Drug Bill thus attracting the private sector with the 
tax credits necessary to recover some pf the cost.- ; 

STATEMENT OF SHERRY AND RONN WALLER, SIDS PARENTS 

Mr. Waller. Mr. Chairman, my name is Ronn Waller 5 ; from 
Dallas, TX. This is my wife, Sherry. Sherry has been a registered 
nurse for over 8 years and has specialized in cardiac intensive care. 
She holds two degrees in nursing and I, myself, hold three degrees 
in chemistry, psychology, and mathematics. 

I would like to introduce you to bur son, Blake Christopher 
Waller, and I would like to tell you a little bit about him. 

We fell outside of every category that was previously mentioned 
except for one. Blake was a little boy. He was born November 21, 
1984, at Medical City Hospital in Dallas, TX. He was delivered by 
natural childbirth and was extremely healthy from the very begin- 
ning. At birth he weighed 8 pounds, UYz ounces and was 21% 
inches long, hardly an underweight at birth baby. His learning and 
maturation process amazed his mother and I and even his pediatri- 
cian by its rapid progress. 

After 2Yz months we hired a professional housekeeper and 
nanny, and Sherry resumed her career. Since her office was so 
close to the house, she would very frequently each day go home to 
visit him and play because he was so playful and so happy all the 
time. And I was the same way toward him. Blake and 1 were in 
love at first sight and there seemed to be a special bond between 
my son and I. 

On the morning of March 6, 1985, v/e awoke to another day, as 
we always did. I went into Blake's room to give him a kiss before 
going to work. He awoke in his usual pleasant mood, laughing and 
smiling. His nanny arrived on time and Sherry kissed her precious 
child for just for the day, she thought, before going to her office. 

At 1 p.m. Sherry called home. Nanny put the phone to Blake's 
ear, and when he heard her voice he started cooing and laughing, 
as he always did, because he recognized her. Then at 2 oxlock 
Sherry received a very frantic call from home. The message was. 
"Sherry, Blake's not breathing." The bluntness of the message took 
several seconds to sink in Sherry frantically tried to explain how 
to do CPR and mouth-to-mouth resuscitation. 

Suddenly the phone went dead and Sherry panicked. She 
thought, r 'She's overreacted. She's left him alone and he's not 
breathing." She immediately threw the phone down and rushed 
home. Thoughts raung through her mind were that there must be 

ERIC 99 



94 



some mistake. He's OK WLen I get there he'll be all right, It was 
just something she didn't understand. 

But when she pulled into the driveway she encountered a sight 
that was very frightening. It's one that I pray none of vou ever see 
An intensive care ambulance was parked there and our baby son 
was sprawled in the back. One medic was trying to breathe life 
back into his limp body while the qther : was doing heatf. compres- 
sions, trying to restart his heart. When /the,paramedi<» saw Sherry 
running up to the driveway, they slammed the door shut; - ; - * 

Several pf the neighbors were there trying to -reassure her,"and 
suddenly the paramedics yelled "Let's go/' Sherry thought, "Thank 
God, Blake's alive." They still wouldn't tiell her anything. They 
wouldn't say that he was OK. JTT^ 

The trip to the nearby emergency room- at the hospital took only 
a f ew , mmutes ' but Jt was J&e slow motion. Someone at her office 
called me as all this was happening and I raced across town as fast 
88 •: '»P en 1 arrived, we .sat in the emergency room and 

waited. We cried, we begged, and we prayed, .that our only- child 
would be spared I was literally numb. How could this happen to 
Blake, who was only 3% months. He was. a picture of health. 

Forty-five minutes later the doctors came to tell us that after 
multiple doses of strong cardiac drugs Blake had a heartbeat, but 
he was still not breathing onjhis own and they feared there might 
be brain damage because of lack of oxygen. 

We rushed him to the intensive care unit at Children's Medical 
Center and asked the doctors on the way if there was some signs of 
vomiting or some signs of something abnormal because we wanted 
to blame something that we could really understand. They said 
there were no signs, that he was a perfectly healthy baby from 
birth to that moment, and there was no reason to believe that he 
had succumbed to some other problem. 

i. Th ^ r A et m ,y iait 1)11X1 the ICU 88 frequently as we liked. We 
stayed there all night long. We would go. in and talk to his lifeless 
term on the bed and read the sign above his name that said (.'Blake 
U Waller, 3& months, respiratory arrest." Tho facts hanging over 
his head shocked me into simplicity. We stayed all night looking 
for some improvements. There was none. The next morning the 
doctors came and told us that his brain waves were flat, that he 
had no brain activity. He hadn't taken a breath on his own since 
the day before. 

Someone, some thing, had stolen our healthy, intelligent baby 
from our lives. We asked the doctors what the diagnosis was and 
they said sudden infant death syndrome. It strikes quickly, quietly, 
there is no uetection, and there is no known cure. Your baby is just 
clinically dead. Very simple facts, too simple. But that's all we 
know about SEDS, except that it does take the lives of some 7,000 
infants in the United States each year. 

Sherry and I clung to each other. We couldn't believe what was 
happening to our lives and to our future. Ycu know, why was our 
baby son lying there connected to all those ghastly machines? We 
didn t have the answers, and shockingly enough, neither did the 
experts. Our son was dead and no one knew why. 

That evening they moved Blake to a private room so that we 
could be with him a few last moments. The doctors told us that we 
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had to make the decision to disconnect the respirator. We prayed 
to God not to have to make that decision. We wanted time just to 
stand still. We felt if we could just keep him there on the respira- 
tor, where we could see him and touch nim, tLat everything would 
be OK in time. But they said there was absolutely uo hope of recov- 
ery and that we had to do what we had to do., 

At 10 p.m. that night the nurse rearranged all the equipment so 
that Sherry could hold him one la«t time and rock him. Then I 
took Blake tenderly from her arms and held hira and gently rocked 
him to sleep for an eternity. For 3Vfe months I had rocked him to 
sleep at that very time, at 10 o'clock eael} night. 

We left the hospital and we left our baby son. Why had he lost 
his life? Why couldn't the doctors give us a reason for that elusive 
problem? Money. Doctors, medical examiners, and counselors alike 
told us the problem was money. Why can't we have more money 
available for such a horribly devastating problem as SIDS? I can t 
help but think that if a few dollars more had been available, that 
Blake would still be lying asleep in his soft crib in the room and be 
with us today. If we had all worked together in providing research 
funds, we might have found the answer. Why can't we protect the 
innocent, unkowing babies of our world? Because of money. We 
need more funds to do the proper research and development to find 
the answers to so many questions. 

Initially, the death of our son had an impact on our lives that I 
can only say like our whole world had collapsed. Sherry would 
automatically go into his room each morning to pick him up, but 
the crib was empty. Blake's car seat had been removed from her 
car and she no longer had her sweec companion to go with her 
each day on her errands. 

Sherry and I no longer had the pleasure of rocking Blake to 
sleep each night. The desolation and isolation were intolerable. We 
actually contemplated suicide to join our son, we were so lost. We 
sank to the depths of despair and hopelessness. We had so many 
questions, but no one had the answers. We couldn't find comfort in 
any direction. Our baby was dead and no one knew why. We kept 
wondering, how long can this silent killer attack our children 
before we take the concentrated effort to protect those who can't 
protect themselves. 

All of our questions seemed to be answered with one word — 
again, money. Why hasn't someone done something to increase the 
funds allocated for SIDS research? Why don't we have enough 
money to save babies' lives? A baby can be healthy, happy, and 
smiling, and 60 seconds later be brain dead on a respirator. What 
is wrong that we can allow this to happen? 

Our initial reaction of desperation was replaced with anger, 
which soon turned into constructive actions to try to do something, 
because we felt that we, Ronn and Sherry Waller, had to do some- 
thing to attack this gigantic problem. 

The only way really to be sure of winning this battle is for us all 
to work together ana fight together. I think we're at war and we 
have to raise an army. We have to fight it together. 

SIDS is the greatest killer of infants in this country, in my opin- 
ion, and medical science suggests it is the greatest killer of infants 
in the history of the world. It must be stopped. When we stop SIDS, 
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we will also stop the thousands each year who cry. "Our baby is 
dead and we don't know wh>." 
Thank you. 

Mr Garcia. Thank you very much. 

Just let me say to the both of you that I really commend you. I 
know how difficult it has been because it was difficult fnr me to 
listen, because I think we all have relived the same momenta to- 
gscuer. i really want to thank both of you. I think it is very coura- 
geous of you to come forward. 

In terms of politics and Government, the bottomline really 
breaks down to the experience. It's what we all have gone through 
that makes our hope in combating this mystery possible to cou- 
quer. I would say to you two couples that we will do everything hu- 
manly possible to try and alert the Congress and the Senate to the 
needs for increased funding to combat this. I can assure you that as 
long as I m a member of this body that I will be a very, very active 
member, and that your testimony today will help us a great deal in 
making sure that other Members of Congress understand not only 
our loss, but our sense of inadequacy when we don't know why. I 
think all of us have felt that. I thank you very much for being with 
us today. 

I would just say that we're going to keep this record open for 
questions and answers. If those answero can be submitted to the 
staff of the Census and Population Subcommittee we will make 
sure it is entered into the record. 

I thank everybody for being with us today. 

[Whereupon, at 12:45 a.m., the joint hearing was concluded.] 

Lfhe following statement was received for the record:] 
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Statement of Lewis F. Lipsitt, Professor of Psychology and Medical 
Science, Brown University 

Mr. Chairman, I am Levis P. Upsitt, Professor of Psychology and Kedloal 
Soienoe and Dlrcotor of the Child Study Center at Brown university. 2 aa 
pleased to have this opportunity to present testimony on research on 
Sudden Infant Death Syndroms (SIB3) on behalf of tha Federation of 
BehaTioral, Psycbolog.'loal and vOgnitive Solences. the Federation, forced 
in 1980 » is a oealition of 13 solentifio sooieties with ooobinod 
memberships of over 90»000 behavioral scientists. ' 

X have been involved in Infancy research sinoe 1957 and SXDS research 
alnoe 1974, In addition to thin testimony, I as submitting ay 1979 
iaorioan Psychologist artiole on SXDS research. */ 

Research on the causes of Sudden Infant Death Syndroae (SXDS) has 
oonoentrated historically pricoipally on tho organio conditions preceding 
death, the assumption has been, quite understandably, that there aust be 
some underlying illness whioh will be discovered eventually. Beoause SXDS 
is a "residual diagnosis 11 (tho radical examiner or pathologist aust 
oertify that no known onuse of death has been found), parents and 
physiolans are inevitably perplexed by the situation, unfortunately, 
incriminations are oommon. 

In the absenoe thus far of any spec if io physiologio»~ mechanism to whioh 
SIDS can be definitely tied, some of the most hopeful research stems from 
the epidemiological or, more accurately, actuarial data on tho phenomenon 
of SXDS. Shis line of research has documented those oonditlons of the 
baby's fetal development, birth oircumstanoes, familial environment and 
social milieu that may be related to the SXDS outooae. typioally, the 
hospital reoords are explored to find higher than usual incidences of 
particular prenatal and perinatal conditions, such as premature birth, low 
birth weight, low socioeconomic faotors, the need for resuscitation at 
delivery and maternal smoking. Such studies have in fact confirmed the 
relevanoe of these conditions as somehow being involved as "setting 
conditions" in SIDS. As oan be readily noted, many of the oonditlons that 
have been eo implicated do relate to life style and the social welfare of 
the family. 

To be sure, not all of the Motors that oan be confirmed as statistical 
correlates of SIDS will be found in any given oase of orib death, and 
indeel most infants who possess multiple risk factors that are associated 
with SIDS do esoape from the fate for whioh they seem strongly destined by 
actuarial oounts. nonetheless, She data have value in suggesting that 
oertain populations of Infants (e.g., those who live in inner-city 
poverty) are in greater jeopardy than others. It should follow that 1) 
the mechanisms and processes by whioh these etatistioal verities emerge 
should be disooverable with appropriate solentifio effort and 2) 
interventions #ay be implemented to reduoe the increased likelihood of 
SIDS in the at-risk populations of infants. Ve need to know more about 
what happens naturally in those who have the risks but aie somehow 
Immunised by extenuating olrousstanoes and esoape death. 

*/ Retained in subcommittee files. 
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Sometimes the presentation of findings which suggest that style cf living 
Bay bt implicated in the deathe of infanta oeuses consternation. Few of 
ua would like to believe" that the behavior of parenta or the milieu in 
which infanta are raised, which the parenta say not be able v to alter, can 
be legitimately tagged ai con tribu tore to death. However, .we mat look 
beyond the moousctory paranoia which ao frequently eooompaniea the SIDS 
phenomenon and try to find thoae fortuitous and seemlngl*/ benign 
oondltions in the lives of families and infanta which appear to be 
implioated as SIDS precursors. Sacking behavior la one such oondition. 

Ko apparent and deliberate "harm" has oo our red in SIDS cases; the very 
definition of the diagnosis rules out ao old ante or tissue injury of any 
sort. The argument that we exist look carefully at the psychophysiological 
condition of rhe baby and the biobehavioral factors accompanying 
developsent durxr% the 2-* month vulnerable age period carries with it no 
suggestion that pi rents are "responsible" for the demise of their SIDS 
infants. At the suae time, we must explore the possibility -that, SIDS say 
be the oulmination of a develo pm ental failure of some sort, perhaps* 
iaplloatlng the learning processes of babiea and, possibly , Inadvertent 
failures of the environment to provide the stimulation. which is required ■ 
to enable the baby to beoome Invulnerable to certain types of 
developmental stresses. 

To assert that SIT3 may be the result of a speolal type of learning 
disability would go beyond available data, but the possibility as s 
hypothesis has considerable "supportive, olroumstantlal evidence. Ihe 
short version goos like this: There is the possibility that orlb death 
Involves a failure of a sufficiently strong learned response to develop, 
Involving defense of the respiratory passages from ooolusloc. , Rabies are 
born with a respiratory oooluslon. reflex that, with varying strengths, 
tends to proteot newborns from smothering. (Few babies In the first month 
of life die of SIDS.) Tho strength of this reflex Is easily tested In the 
first month of life, and there are large Individual differences in It. By 
2-4 months of age, this reflex, probably largely aubccrtlcally mediated 
like many other reflexes with which the baby is born, has waned 
oonsiderably. The initial congenital reflex must be supplanUd eventually 
by a largely oortioally controlled, "voluntary response." This ooaes 
about in part through a conditioning process on the basis of the initially 
unconditioned reflexive self-protwOtlve behevior. The ohlld's pepteotioc 
is tftu* enured through the acquisition of a developmentally graded 
edjunot to the initial reflex. The baby comes to know what to do, as it 
were, when threatened with respiratory blockage. 

Inftnta who ouoounb to S2D2 often have respiratory blockage (as from a 
ool< ) just before their demise, and their deaths often take plaoe in the 
night when their thresholds for self-protective activity arc st an ebb. 
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E^Xfki?-* th ^ T flt T^° for U aot ** •""y by others In 

the nighttime, these types of Surrounding oonditiona," uben coupled with 
the possibility of a special kind of learning disability In infanta who 
auoouab to SIDS, atrougXy suggest that mora raaaaroh la naadad into the 
likely interaction that exiata in SIDS groupa be tort en organlo 
defioienoiee, on one hand, and non-organio, functional, gnvironasnUl 
oonditlona, on the other* 

lbe proposition can be reasonably made that SIDS riotlma enter lire ir*th a 
surplus of specific riak oonditlona, many of which hare already been 
identified (e.g., low birth weight, emoklnt aoUiera), and these* conditions 
cocapire with subsequent environmental erenU (e.g,, poverty oonditiona) 
vhioh place the infant at a till greater risk, Speolfloally, infanU who 
auoouab to SIDS nay be thoae who enter life with aa inadequate repertoire 
of unconditioned or oonatitutional reaponaea, a* oh that Inadequate 
conditioning take* place based upon, for exaaple, the respiratory 
ooolusion reflex, as a oonaequenoe, ths infant say beoome a viotia of a 
speoial type of learning disabil*^ auch that he or she is not oapable of 
engaging in appropriate self-df * <isive behavior when confronted with 
respiratory ooolusion, perhap . night when sensitivity to such threats 
is reduced by drowsiness or sleep* 

It would follow from this cet of presumptions that speoial training cf 
vulnerable infants wight help to reduoe the risk of SIDS. Research is 
needed which would test this partioular biobehavioral hypothesis and other 
hypotheses steaming from a closer consideration of psychological and 
environmental perturbaUons that Bay be implicated in SIDS* Indeed, we 
would suggest that a major direotion for researoh fund its in the future 
should be Intervention studies of environmental, behavioral and 
sooloeoonoaio faotors. 

I want to thank you for the opportunity to present testimony. If I can be 
of any further assistance, please do not hesitate to oall on me or 
Federation staff* 
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defartment of health t human service* 



r 



Ms. Lillian Fernandez 
Staff Director 
Subcooxittee on Census and 

Population 
Coitaittve on Post Office and 

Civil Service 
Houso of Representatives 
Washington, D.C. iOSIS 

Doar Ns. Fernandezi 

Enclosed are the responses of Ms. Geraldine Norris, 
Director, Sudden Infant Death Syndrone Projoct/ Division 
of Maternal and Child Health, Health Resources and Ser- 
vices Adninistration, to the questions which were sent 
to her for inclusion in tho record of your Noveabor 14 
hearing. 



Sincerely yours, 




Legislative Officer 
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I. ^htt are the reporting requirement* for Maternal and Child 

Health (KCH)-sponsored S1DS services is the States (bow frequent 
are reports; what data do they InJLudej by vhoa are they 
reported) f 

The Omnibus Budget Reconciliation Act of 1981, Title XXI, subtitle D 
amended Title V of the Social Security Act to eatabllth the KCH Block 
Crant. Section 506 of the Social Security Act requires that each State 
receiving KCH Block Crant funds prepare an annual report for the 
Secretary of the Department of Health and Human Services. 

In keeping with the Intent and spirit of t&e block Stent approach, the 
Department has not established specific reporting requirements. However, 
a general guidance format for preparing annual reports has bees provided 
to State health authorities (Enclosure l). . 

1. B. What is the procedure for reviewing the reports? 

The annual reports «re reviewed in the Departeent' o regional offices by 
prog ran representatives who are familiar with KCH programs in the states 
°i J h j£ r ^ rc 8 l0 °* Thc teports help them to maintain their familiarity 
with Stats ptv&r£=ing and! tc guide them la their consuitstloa with 
states. Control office st*ff periodically review the reports as needed. 



1. C. What is the relation between the r^orts and plans for future 
action on SIDS within KCH? 



Since the Department's KCH representatives do not have a role in 
directing program activities in the States, the Department's regional 
office repreaentatlves use the information in their consultation 
activities with the States. SIDS Central Office representatives use the 
information in their discussions with regional representatives and for a 
number of management and administrative purposes Including identifying 
nstlonal Issues, priorities snd approaches; coordinating activities with 
orgsnlsatlons ana agencies in the public and priv* te sector* and sharing 
information natl nally. 
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1. D. Aside froa fomal reporting, what other sources of inforaation 
does the Departeent have on the status of SIDS services in the 
States? 

The eajority of State health agencies voluntarily report selected types 
of KCH service data to the Public Health Foundation, foraerly known as 
the Association for State and Territorial Health Officials Foundation. 
Their aost recent publication entitled Public Health Agencies 1983 : 
Services for Mothe rs and Children contains suaaary data froa 48 States. 
Of these, 44 State health Agencies reported service data on SIDS. Two 
excerpts froo this publication are subnitted for the record (Enclosure 2 
and 3). 

On Kay 7, 1984 the United States General Accounting Office published a 
report to Congress entitled Maternal and Child Health Block Grant : 
Profiran C hanges Saerglng Under State Adalnl strati on . Information froa 13 
states concerning the MCH prograa and including the SIDS program was 
collected and analyzed. The 13 States were California, Colorado, 
Florida. Iowa, Kentucky Massachusetts Michigan, Mississippi, New York, 
Pennsylvania, Texas, Veraont and Washington. In these States the SITS 
expenditures for 1983 amounted to 0.2 percent of their total MCH 
expenditures. The findings Indicated an overall general decile in SIDS 
activities. Two excerpts froa this report and subaitted for the record 
(Enclosures 4 and 5). 

Because of the substantial interest concerning the status of SID:> 
prograoc in the States in the first years of the MCH Block Grant 
environnent, & study of the 50 States, 6 territories and the District of 
Coluabla was conducted in 1584 by the Aaaocistion of Maternal and Child 
Health and Crippled Children's Prograas. All Jurisdictions except 
Montana and the territories reported that they provided or arranged for 
SIDS activities whether or not they had a distinct and identifiable SIDS 
budget or project. In general, about '3 percent of the States reported a 
decrease in funding between FY 81 and F; 84. About 12 percent had 
Increases of 10 percent or sore; 29 percent had reaained unchanfed; and 
for 16 percent oi the States the level of funding for one or both years 
was unknown. In suaaary, services such as identif icaticn of infant 
deaths, confirmation of SIDS by autopsy, and counseling for faailics 
continued to be the keystone of the State prograas for SIDS. Conversly, 
educational prograas; coaaunity input; and data collection and analysis 
efforts were on the decline. The aajority of State Health agencies also 
indicated chat they were involved with prolonged infantile apnea, an 
associated problea of SIDS. Their involveaent ranged froa the 
establishment of criteria and guidelines for infant apnea services to the 
i.rect provision or support of services for faailies with infants at high 
Tisl for experiencing prolonged apnea. 

A t-er less foraal sources of inforaation include ongoing coanunlcatlon 

ether F'»dt*ral crograas concerned with various aspects of SIDS; 
. .r*ir* relationship with private and voluntary organizations coocerneo 
* - - r tne probleas of SIDS; site visits and periodic coaaunications with 
: e Feaeral Regional offices and State health agencies; participation in 
relevant conferences; review of current literature; and, clos* 
collaboration with the National SIDS Clearinghouse. 
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2. A. 



Using the cost complete and current inforaation available, what 
is the status of MCH-sponsored SZDS service projects, in the 
States? 



Many State MCH agencies do support a variety of SIDS activities for their 
populations which nay or may not reseoble the SIDS projects supported as 
grants wrior to the implementation of the MOT Block Grant program in 
1982. Therefore, rather than define -the current status* of MCH sponsored 

I P ^? J eCt8> lt now 16 00<:e accurAt e to discuss the current status of 
State hCH supported SIDS prograa activities. 

Overall, State MCH support for SIDS, t prograa activities are declining/ 
States are compensating for this by appealing to other concerned 
agencies, organizations and private funding sources for additional 
support and collaboration. As a result, aoae of the najor SIDS program 
components defined in the 1970 »s have declined, some hate remained 
constant and others haw intensified within ,any given State. 

Autopsies in the old 1960*8 are being conducted\with equal or greater 
frequency than in the late I970»a in more than 75 percent of the 57 
political jurisdictions. Only 2 States report that the incidence of 
autopsies in their States has decreased. 

Over 60 percent of the States report that the SIDS educational activities 
in their areas continue to be offered to a wide variety of professional 
groups who encounter SIDS families and to the general public. About 26 
percent of States report that their SIDS educational activities have 
declined. More often than not, these programs are a col^borative effort 
of the State staff ana :he voluntary parent organizations or they are 
conducted independently by the parent organizations,. 

Only one-third of the States have active advisory councils or other means 
of formal inter-agency and citizen collaboration. 

In about 77 percent of the States the SIDS Fogram activities receive 
support from the MCH Block Grant Program. With a few exceptions, the 
amounts have been declining over the past 4 or 5 years. The program* 
have been supplemented by State general funds, and private services. 



B, how sany states have projects? 



*udee- Infant Death Syndrome program activities are supported in 46 
States by MCH Block Grant funds. In five States SIDS services are not 
supported with MCH Block funds but they are available from neighboring 
States or they are supported by private organizations. Information is 
r.ot available from the six remaining political jurisdictions. 
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State MCH Block Grant Funds 
Supporting SIDS Activities 



States that do not 
support SIDS 
activities with MCH 
Block Grant Funds 



No data 
available 



1. 

2. 

3. 

4. 

5. 

6. 

7. 

8. 

9. 

10. 

11. 

12. 

13. 

14. 

15. 

16. 

17. 

18. 

19. 

20. 

21. 

22. 

23. 

24. 

25. 

26. 

27. 

26. 



Alabama Arizona 
Alaska Hawaii 
Arkansas Kansas 
California Nevada 
Colorado Wyoming 
Connecticut 
Delaware 

District of Columbia 
Florida 



Georgia 

Idaho 

Illinois 

Indiana 

Iowa 

Kentucky 

Louisiana 

Maine 

Maryland 

Massachusetts 

Michigan 

Minnesota 

Mississippi 

Missouri 

Montana 

Nebraska 

New Hampshire 

New Jersey 

New Mexico 



29. 
30. 
31. 
32. 
33. 
34. 
35. 
36. 
37. 
38. 
39. 
40. 
41. 
42. 
43. 
44. 
45. 
46. 



New York 

North Carolina 

North Dakota 

Ohio 

Oklahoma 

Oregon 

Pennsylvania 

Rhode Island 

South Carolina 

South Dakota 

Tennessee 

Texas 

Utah 

Vermont 

Virginia 

Washington 

Vest Virginia 

Wisconsin 



American Samoa 
Guam 

Northern MaxAanas 
Puerto Rice 
Trust Territories 
Virgin Islands 



2. C. What services do these provide? How many, for example, provide 
informational counseling services for the parents of SIDS 
victims? How many provide training and education for b " 1,, h 
care professionals, law enforcement professionals, and 
general public? 



A basic SIDS program of services includes identification of possible SIDS 
deaths; confirmatior of SIDS by a death investigation including an 
autopsy; information and counseling for the family survivors; educational 
p ograms for professionals who encounter SIDS families; and, public 
awareness activities. 

Information and counseling services for families are available in 48 
States by physicians public health nursea, social workers or others in 
public agencies, or by neer counstlors from private organizations . One 
State has had no informational program during the past year. There is no 
data available for 2 States and 6 other political jurisdictions. 



110 



105 



2. D. How ouch ooncy do they spend on an average? What is the range 
In aaounts spent? 



An accurate ac. anting of expenditures by all States for SIDS prograo 
activities has not been available since the SIDS progran was integrated 
with the HCH Block Grant Prograo. 

The following was reported in the M aternal and Child Health Block Grant ; 
Pro gram Changes Sperling Under State Administration , a GAO report 
piepared for Congress on May 7, 1984. 

EXPENDITURES FOR SUDDEN INFANT DEATH SYNDROME (SIDS) 



State 


1981 




1982 

(000 omitted)- 


1983 


Change, a 


X 


Colorado 


$ 57 




$ 43 


$ 37 


$ (20) 


(35) 


Florida 


78 




90 


64 


(14) 


(18) 


Iowa 


43 


* 


4U 


41 


(2) 


(5) 


Kentucky 


62 




52 


40 


(22) 


(35) 


Massachusetts 


120 




180 


158 


38 


32 


Michigan b 














Mississippi 


0 




18 


22 


22 


c 


Pennsylvania 


118 




125 


220 


102 


86 


Texas 


170 




18 


0 


(170) 


(100) 


Vermont 


20 




19 


23 


3 


15 


Washington d 


117 




111 


65 


(32) 


(27) 


Total 


$785 




1696 


$690 


$ (95) 


(12) 


California 






$120 


$ 0 


$(120) 


(100) 


New York 






300 


90 


(210) e 


(70) 


Total 






$420 


* 90 


$(300) 


(79) 



Period of change for first 11 states is 1981-83; for California and 
New York it is * 982-83. 



b Michigan is excluded due to lack of comparable data, 
c Percentage change cannot be calculated. 

d Total SIDS expenoltures could not be identif J ed because all related 
costs were not recorded separately and were not readily available. 
The identified expenditures include '"'ta froia one service provider 
during the 3-year period. 

e New \ork funding change oay be overstated, although the declining 
trend Is real. Part of this decline resulted fron a change in the 
way the program was accounted for in 1983. 
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2. E. Hov cany people in Anerica live in states jr parts of states in 
vhich there are no SIDS projects? Are there plans, on the state 
level or vithin MCh, to establish program! in these areas? 



Using the 1983 population reports produced by the U.S. Bureau of Census, 
approximately 12,475,400 people live in areas in wbich there are few or 
no SIDS % rogram activities. They are as follows: 



States With No MCH Supported SIDS Programs Population 



Arizona 3,959,000 

Hawaii 1,023,000 

Kansas 2,425,000 

Nevada 891,000 

Wyoming 514,000 

American Samoa 34,000 

Guam 116,400 

Northern Marianas 18,200 

Puerto Rico 3,267,000 

Trust territories 124,000 

Virgin Islands 103,800 



Total 12,475,400 



At this time, each State has the responsibility to identify ana 
prioritize the health problems of their populations; and, to allocate 
funds and other resources to respond to those selected priorities. 



3. A. What changes have taken place in SIDS projects since the 

icpleoentation of the Maternal and Child Health Block Grant in 
Fiscal Year 1962? 



The following indicate some of the major changes that have taken place 
since the implementation of the Maternal and Child Health Block C*ant in 
Fiscal Year 1982. 

In Fiscal Year 1981 there were 46 Federally supported SIDS projects in 41 
States. At this time each State is responsible for determining whether 
or not to support SIDS activities. To the best of our knowledge, 46 
States do conduct seme SIDS activities, however, the range of services 
varies considerably. In many States the MCH Block Great funds are 
supplemented by General State funds and contributions from private and 
voluntary services. 
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3. B. Which states have Initiated or ended SIDS projects altogether? 
tshich have Initiated or ended projects In certain regions? 



HCh Block Grant funds for the SIDS prog ran In Hawaii were recently 
discontinued. The SIDS program activities have been curtailed and are 
being conducted by volunteers. 

In Texas MCH support for the San Antonio SIDE project was withdrawn and 
In Pennsylvania HCH support for SIDS program In Philadelphia was 
terminated recently. 

The State of Virginia Is In the process of developing a coordinated 
Statewide SIDS program. 



3. C. 



Which states, as far as you know, have had changes in staff in* 
budgeting, or availability of services? What hive those chafes 

t^fVJ 1 ? taCeS ' eXCepC Vir * lnla whe " * SIDS program is being 
initiated, have experienced reductions in s^ffing and budgets 
Generally, educational progr^s as wrj as data collection* and analysis 
have been curtailed. While information and counseling have cont?nued 
the numbers of contacts with famUies and the period of time over which 
counseling is available have been curtailed. The numbers of ?£ant 
autopsies being conducted continue to increase. 
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4. C. What is the trend In spending on SIDS services froa 1974 to the 
present? 



The following table shovs the appropriation of funds for the SIDS program 
as authorized by the SIDS Act of 1974 (P.L. 93-270) and Its amendments. 
These funds were used to support grants for SIDS Information and 
counseling projects In too States. v 

SIDS Appropriations 1975-1981 



Fiscal Year Appropriated Federal Funds 

1975 $2,000,000 

1976 2,500,000 
Transition quarter 56,000 

1977 2,000,000 

1978 3,000,000 

1979 2,802,000 

1980 2,802,000 

1981 2,802,000 

In addition to the above, the Department consistently expended 
approximately $200,000 annually for national coordination, program 
development and Information exchange activities. 



In FY 1982, the SIDS program was consolidated Into the Maternal and Child 
Health Block Grant program. Sip.ce then, comparable financial data across 
States has become more difficult to identify. Reports cited In response 
to question J Indicate a general decline of expenditures by States for 
their SIDS programs. 

At the National level SIDS activities continue to receive support through 
the Special Projects of Regional and National Significance (SPRANS) 
Program of the MCH Block Grant Program. In F.Y. 1985 approximately 
$675,000 of SPRANS funds supported 2 research grants, 2 demonstration 
grants and 3 other SIDS activities, including the National SIDS 
Clearinghouse. Thase activities have been described more fully In 
responses previously provided for the record. 
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